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Activities of Daily Living (ADLs) are the basic activities that every adult must perform each day to be 
considered independent: washing and bathing; grooming and dressing; toileting and continence; and 
feeding and eating. As people with dementia develop cognitive and physical impairments and 
functional limitations, their performance of ADLs may be affected. This may necessitate human and 
technological assistance. The use of Assistive Technologies (ATs) is promoted in policies as enabling 
people with dementia to live well in their own homes. 
 
The study aim was to investigate informal (family) carers’ and formal (paid) carers’ perceptions of 
whether ATs could be used to assist people with dementia to conduct ADLs; and if so, how. This 
included an exploration of family members’ perceptions concerning the contributory role that ATs 
for ADLs may play in a relocation decision. A mixed-methods study was designed. First, quantitative 
analyses were conducted on a large, nationally representative dataset. Then, qualitative case studies 
were created, using care record and interview data. 
 
Key findings of the study demonstrated that carers perceived the use of ATs for ADLs to supplement, 
but not substitute, human assistance. Device-use was limited by people with dementia when they 
lived at home, with the exception of mobility-related ATs. Potential use of other ATs was generally 
unsuccessful; people with dementia lacked insight into their need for human and technological 
assistance, and could not learn to use new devices. Decisions concerning relocation were triggered 
by a fall or by the person with dementia becoming lost when outside alone. While mobility-related 
technologies were perceived to have made life safer for the person with dementia, they had little 
influence on the decision to enter a care home. Nevertheless, device use was perceived to 
contribute to quality dementia care in communities and care homes. The key findings have practical 




Table of Contents 
Acknowledgements ................................................................................................................................. 2 
Dedications ............................................................................................................................................. 3 
Abstract ................................................................................................................................................... 4 
Table of Contents .................................................................................................................................... 5 
Table of Figures ..................................................................................................................................... 14 
Table of Tables ...................................................................................................................................... 15 
Table of Acronyms ................................................................................................................................ 16 
Glossary ................................................................................................................................................. 17 
Chapter 1: Introduction ........................................................................................................................ 20 
1.1: The problem - gaps in knowledge .............................................................................................. 20 
1.2: The response - study aim ........................................................................................................... 21 
1.2.1: Research questions ............................................................................................................. 21 
1.2.2: Research design .................................................................................................................. 22 
1.3: Intended contribution of the study ........................................................................................... 22 
1.4: Thesis structure .......................................................................................................................... 22 
Chapter 2: Dementia - a background .................................................................................................... 27 
2.1: An ageing population and a brief summary of the epidemiology of dementia ......................... 27 
2.2: Dementia .................................................................................................................................... 28 
2.2.1: Types of dementia .............................................................................................................. 29 
2.3: Diagnosing dementia ................................................................................................................. 30 
2.4: Disability performing Activities of Daily Living........................................................................... 32 
2.5: ‘Treatment’ of dementia and the provision of social care ........................................................ 33 
2.6: Assistive Technologies to help ADL disability ............................................................................ 34 
Table of Contents 
6 
 
2.7: Relevant adult social care policies and social service provision ................................................ 34 
2.7.1: A person-centred framework of social care ....................................................................... 35 
2.7.2: Social care policies promote technologies to aid living well with dementia ...................... 37 
2.7.3: Adult social care services .................................................................................................... 39 
2.7.4: Accessing social services: the needs assessment and means test ...................................... 39 
2.7.5: Sources of financial assistance for ATs and environmental adaptations ........................... 41 
2.7.6: Obtaining ATs via social services or private means ............................................................ 42 
2.8: The institutionalisation of people with dementia ..................................................................... 43 
2.9: Chapter 2 summary .................................................................................................................... 43 
Chapter 3: Dementia and ADL disability ............................................................................................... 45 
3.1: The scoping review - search strategy and critical appraisal ...................................................... 45 
3.1.1: Scoping review topics ......................................................................................................... 46 
3.1.2: Scoping review approach .................................................................................................... 46 
3.1.3: Literature search strategy – three phases .......................................................................... 47 
3.1.4: The process of appraising relevant literature ..................................................................... 49 
3.1.5: The numerical analysis findings .......................................................................................... 50 
3.1.6: Presentation of the thematic findings throughout Chapters 3, 4, and 5 ............................ 52 
3.2: Presentation of reviewed literature for topic 1 ......................................................................... 54 
3.3: The disablement process: a pathway from dementia pathology to ADL disability ................... 55 
3.4: Decline of ADL performance among people with dementia ..................................................... 60 
3.4.1: Bathing and washing ........................................................................................................... 61 
3.4.2: Grooming and dressing ....................................................................................................... 62 
7 
 
3.4.3: Toileting and continence .................................................................................................... 63 
3.4.4: Feeding and eating .............................................................................................................. 64 
3.4.5: Previous research ignores specific task difficulties within ADLs ......................................... 65 
3.5: Moderating factors of the disablement process: carers and technologies ............................... 66 
3.6: Conceptual overlap between the disablement process model and the person-centred care 
approach ........................................................................................................................................... 69 
3.7: Human assistance with ADLs: informal carers ........................................................................... 71 
3.8: Human assistance with ADLs: formal carers .............................................................................. 73 
3.8.1: Perceived barriers to formal care services ......................................................................... 74 
3.9: Chapter 3 summary .................................................................................................................... 76 
Chapter 4: Assistive Technologies to help people with dementia perform ADLs ................................ 77 
4.1: Presentation of reviewed literature for topic 2 ......................................................................... 77 
4.2: How ATs may assist the performance of ADLs .......................................................................... 79 
4.3: Assistive Technologies that may be used in daily life ................................................................ 79 
4.3.1: Bathing and washing ATs .................................................................................................... 81 
4.3.2: Grooming and dressing ATs ................................................................................................ 83 
4.3.3: Toileting and continence ATs .............................................................................................. 84 
4.3.4: Feeding and eating ATs ....................................................................................................... 86 
4.3.5: Benefits to people with dementia by using ATs for ADL performance .............................. 89 
4.4: Presentation of reviewed literature for topic 3 ......................................................................... 90 
4.5: Assistive Technologies as a substitute for, or supplement to, human carers ........................... 91 
4.6: Lack of empirical evidence on ATs used by people with dementia living in the community .... 93 
4.6.1: No knowledge concerning how people begin to use ATs ................................................... 95 
8 
 
4.6.2: Lack of evidence outlining where ATs are obtained and the role of formal services ......... 97 
4.6.3: Gap in knowledge of how use of ATs is maintained ........................................................... 98 
4.6.4: Lack of research capturing carers’ perceptions of ATs ..................................................... 100 
4.7: Ethical considerations for ATs used by people with dementia ................................................ 103 
4.8: Understanding dementia for appropriate AT design ............................................................... 106 
4.9: Chapter 4 summary .................................................................................................................. 107 
Chapter 5: The transition from community to care home ................................................................. 108 
5.1: Presentation of reviewed literature for topic 4 ....................................................................... 109 
5.2: Residual disability may explain the need for care relocation .................................................. 110 
5.3: Reasons why people with dementia may want to remain at home ........................................ 113 
5.4: Triggers for institutionalisation ................................................................................................ 114 
5.4.1: Gap in knowledge concerning the role of ATs in institutionalisation triggers and decisions
 .................................................................................................................................................... 117 
5.5: Decision-making for institutionalisation .................................................................................. 118 
5.5.1: The legal framework ......................................................................................................... 118 
5.5.2: The contribution of health professionals and families ..................................................... 119 
5.5.3: A decision-making model .................................................................................................. 119 
5.6: Presentation of reviewed literature for topic 5 ....................................................................... 122 
5.7: Benefits of living in a care home .............................................................................................. 123 
5.8: The role of families in care home life ...................................................................................... 125 
5.8.1: Little evidence of perceptions of AT use among care home staff, and staff-family 
connections ................................................................................................................................. 126 
5.9: Chapter 5 summary .................................................................................................................. 127 
9 
 
Chapter 6: Quantitative exploration of low cognition and use of mobility-related ATs .................... 128 
6.1: Background and design ............................................................................................................ 128 
6.2: The ELSA dataset ...................................................................................................................... 131 
6.3: Analytical sample ..................................................................................................................... 131 
6.4: Outcome variable ..................................................................................................................... 132 
6.5: Independent variables ............................................................................................................. 133 
6.6: Analyses ................................................................................................................................... 135 
6.7: Results ...................................................................................................................................... 135 
6.7.1: Distribution of two key variables - mobility-related AT use and cognitive function index
 .................................................................................................................................................... 136 
6.7.2: Bivariate results ................................................................................................................ 136 
6.7.3: Logistic regression model ................................................................................................. 139 
6.8: Strengths of the results ............................................................................................................ 142 
6.9: Limitations of the analysis ....................................................................................................... 142 
6.10: Chapter 6 summary................................................................................................................ 144 
Chapter 7: In-depth case studies - method ........................................................................................ 145 
7.1: Study design ............................................................................................................................. 145 
7.2: Ethical approval and risk management ................................................................................... 151 
7.3: Data security, anonymity and confidentiality .......................................................................... 153 
7.4: Informed consent and Mental Capacity Act (2005) considerations ........................................ 154 
7.4.1: The capacity-to-consent assessment ................................................................................ 155 
7.4.2: Assessment outcome: no capacity-to-consent ................................................................. 157 
7.4.3: Informed consent procedure for all participants with capacity-to-consent .................... 157 
7.5: Stage One of data collection .................................................................................................... 158 
10 
 
7.5.1: Participants ....................................................................................................................... 159 
7.5.2: Description of care homes ................................................................................................ 160 
7.5.3: Care mapping instrument and other materials ................................................................ 164 
7.5.4: Procedure .......................................................................................................................... 167 
7.5.5: Analysis ............................................................................................................................. 169 
7.6: Stage Two of data collection .................................................................................................... 170 
7.6.1: Participants ....................................................................................................................... 170 
7.6.2: Interview topics and other materials ................................................................................ 171 
7.6.3: Procedure .......................................................................................................................... 172 
7.6.4: Analysis ............................................................................................................................. 174 
7.7: Changes based on a pilot study ............................................................................................... 174 
7.8: Chapter 7 summary .................................................................................................................. 175 
Chapter 8: Stage One vignettes .......................................................................................................... 176 
8.1: Stage One participants ............................................................................................................. 177 
8.2: Care record contents ............................................................................................................... 178 
8.3: Structure of the vignettes created from care record data ...................................................... 182 
8.4: Patterns observed from the vignette data .............................................................................. 184 
8.4.1: Residents’ difficulty performing ADLs ............................................................................... 184 
8.4.2: Assistive Technologies used by and with residents .......................................................... 187 
8.4.3: Care home environments ................................................................................................. 191 
8.4.4: Care records an incomplete source of data ...................................................................... 193 
8.5: Selection of Stage One participants for Stage Two.................................................................. 194 
11 
 
8.6: Chapter 8 summary .................................................................................................................. 196 
Chapter 9: Stage Two case studies and the cross-case comparison ................................................... 197 
9.1: Stage Two participants ............................................................................................................. 197 
9.2: Structure of case studies created from Stage One and Stage Two data ................................. 199 
9.3: Advantages of interview data .................................................................................................. 201 
9.4: Cross-case comparative analysis.............................................................................................. 205 
9.5: Theme 1: Cognitive and physical functioning at home ............................................................ 206 
9.5.1: Performance of ADLs at home .......................................................................................... 207 
9.5.2: Assistance from informal carers ....................................................................................... 214 
9.5.3: Lack of insight impeded the acceptance of ADL assistance .............................................. 214 
9.6: Theme 2: Assistive Technologies used at home for ADLs ........................................................ 215 
9.7: Theme 3: Managing AT use at home ....................................................................................... 219 
9.7.1: People with dementia’s negative perceptions prevented AT use .................................... 220 
9.7.2: Difficulties maintaining appropriate AT use ..................................................................... 221 
9.7.3: Obtaining ATs .................................................................................................................... 222 
9.7.4: Negotiating AT use with formal care services .................................................................. 224 
9.8: Theme 4: The relocation decision ............................................................................................ 227 
9.8.1: The tipping points for institutionalisation ........................................................................ 227 
9.8.2: Healthcare professionals as catalysts for institutionalisation .......................................... 229 
9.9: Theme 5: Care home life .......................................................................................................... 231 
9.9.1: Performance of ADLs and associated AT use in care homes ............................................ 231 
9.9.2: Keyworkers perceived that other ATs would not be useful ............................................. 241 
12 
 
9.9.3: Family visits to the care home and ADL assistance .......................................................... 241 
9.10: Chapter 9 summary................................................................................................................ 242 
Chapter 10: Discussion ........................................................................................................................ 244 
10.1: Cognitive and physical difficulties impacted on ADL performance ....................................... 245 
10.2: Use of ATs for ADL disability .................................................................................................. 247 
10.2.1: Barriers that prevented use of ATs ................................................................................. 247 
10.2.2: Factors encouraging AT use ............................................................................................ 248 
10.2.3: Maintaining AT use: a supplement to, not substitute for, human assistance ................ 249 
10.3: Institutionalisation decisions rarely regarded the presence of ATs ...................................... 251 
10.3.1: Triggers for institutionalisation and the decision-makers .............................................. 251 
10.3.2: Factors considered in decision-making ........................................................................... 252 
10.4: ‘Informal carers’ became ‘family members’ again post-institutionalisation ......................... 255 
10.5: Use of ATs in care homes promoted person-centred care .................................................... 256 
10.6: Study strengths ...................................................................................................................... 256 
10.6.1: Research on ATs moved out of the laboratory ............................................................... 257 
10.6.2: Detailed accounts of ADL disability were captured ........................................................ 257 
10.6.3: Carers’ perceptions of ATs were identified .................................................................... 258 
10.6.4: Study contribution to policy context .............................................................................. 258 
10.7: Study limitations .................................................................................................................... 259 
10.7.1: Care home staff and the Data Protection Act (1998) ..................................................... 260 
10.7.2: Personal Consultee procedure ........................................................................................ 262 
10.7.3: Reliability of care record data ......................................................................................... 262 
13 
 
10.7.4: Accessible language when discussing ATs ...................................................................... 262 
10.7.5: Representativeness of participants ................................................................................ 263 
10.7.6: Case study criticism ......................................................................................................... 265 
10.8: Recommendations to stakeholders ....................................................................................... 265 
10.8.1: Social care providers and policy-makers ........................................................................ 265 
10.8.2: Care home providers....................................................................................................... 266 
10.8.3: Assistive Technology companies ..................................................................................... 267 
10.9: Directions for future research ............................................................................................... 268 
10.10: Chapter 10 summary............................................................................................................ 270 
Afterward ............................................................................................................................................ 272 
History ............................................................................................................................................. 272 
Subjectivity in analysis .................................................................................................................... 274 
References .......................................................................................................................................... 275 
Appendices .......................................................................................................................................... 305 
Appendix 1: Mini-Mental State Examination .................................................................................. 307 
Appendix 2: Literature search strategy for the scoping review ...................................................... 309 
Appendix 3: ELSA analysis ............................................................................................................... 317 
Appendix 4: Study design - materials and instruments .................................................................. 319 
Appendix 5: Stage One vignettes .................................................................................................... 380 
Appendix 6: Stage Two case studies ............................................................................................... 416 





Table of Figures 
Figure 1: The disablement process model ............................................................................................ 58 
Figure 2: Additional moderating variables to the disablement process model .................................... 68 
Figure 3: Factors affecting the substitution or supplementation of carers for ATs.............................. 92 
Figure 4: Potential reasons for non-use of ATs ................................................................................... 100 
Figure 5: Accommodations to reduce underlying disability ............................................................... 111 





Table of Tables 
Table 1: The pathway from broad topic to research question, resulting from the scoping review ..... 53 
Table 2: Distribution of mobility-related AT use among respondents aged 65 years and older ........ 136 
Table 3: Distribution of total cognitive function index among respondents aged 65 years and older
 ............................................................................................................................................................ 136 
Table 4: Bivariate associations between independent variables and mobility-related AT use .......... 137 
Table 5: Multivariate binary logistic regression model of correlates of mobility-related AT use among 
respondents aged 65 years and older................................................................................................. 141 
Table 6: Details of residents whose care records were mapped in Stage One .................................. 178 
Table 7: Organisational framework to categorise care record contents ............................................ 180 
Table 8: Assistive Technologies used by participants in the care homes, according to their care record 
data ..................................................................................................................................................... 189 
Table 9: Details of key informants in Stage Two ................................................................................. 198 
Table 10: Assistive Technologies used by people with dementia at home and when resident in the 
care home according to case study data, and compared to what was indicated only in the care 
record .................................................................................................................................................. 202 
Table 11: Final themes resulting from third level of thematic analysis .............................................. 206 
16 
 
Table of Acronyms 
AD…………………….………………………………………………………………………………………………….Alzheimer’s Disease 
ADL…………………………………………………………………………………………………………………...Activity of Daily Living 
ADLs……………………………………………………………………………………………………………….Activities of Daily Living 
AMCAT………………………………………………………………………………Assessment of Mental Capacity Audit Tool 
AT………………………………………………………………………………………………………..................Assistive Technology 
ATs………………………..…………………………………………………………………………………………Assistive Technologies 
BMI……………….…………………………………………………………………………………………………………..Body Mass Index 
COPD……………………………………………………………………………………Chronic Obstructive Pulmonary Disease 
CPN……………………………………………………………………………………………………….Community Psychiatric Nurse 
CPR………………………………………………………………………………………….………Cardio-Pulmonary Resuscitation 
CRB……………………………………………………………………………………………………………..Criminal Records Bureau 
df……………………………………………………………………………………………………………………….…degrees of freedom 
DFG………………………………………………………………………………………………………………..Disabled Facilities Grant 
DFGs……….……………………………………………………………………………………………………Disabled Facilities Grants 
DNR..……………………………………………………………………………………………………………………..Do Not Resuscitate 
DPA…………………………………………………………………………………………………………………….…Data Protection Act 
DVT…………………………………………………………………………………………………………………..Deep Vein Thrombosis 
ELSA……………………………………………………………………………………………English Longitudinal Study of Ageing 
ESRC…………………………………………………………………………………………Economic and Social Research Council 
FTD……………………………………………………………………………………………………………Fronto-Temporal Dementia 
GDP………………………………………………………………………………………………………………..Gross Domestic Product 
GP………………………………………………………………………………………………………………………..General Practitioner 
GPs…………………………………………………………………………………………………………………….General Practitioners 
IADL……………………………………………………………………………………………..Instrumental Activity of Daily Living 




LPA……………………………………………………………………………………………………………..Lasting Power of Attorney 
MCA……………………………………………………………………………………………………………………..Mental Capacity Act 
MCI……………………………………………………………………………………………………………Mild Cognitive Impairment 
MMSE…………………………………………………………………………………………………Mini-Mental State Examination 
MUST……………..………………………………………………………………………Malnutrition Universal Screening Tool 
NC……………………………………………………………………………………………………………………..Nominated Consultee 






SALT……………………………………………………………………………………………………Speech and Language Therapist 
SCREC……………………………………………………..………………………………Social Care Research Ethics Committee 
STRATIFY…………………………………………….…St. Thomas Risk Assessment Tool In Falling Elderly Inpatients 
TIAs………………………………………………………………………………………………………….Transient Ischaemic Attacks 
UK………………………………………………………………………………………………………………………………United Kingdom 






Assistive Technology (AT) and Assistive Technologies (ATs): ‘any device or system that allows an 
individual to perform a task that they would otherwise be unable to do, or increases the ease and 
safety with which the task can be performed’ (Cowan and Turner-Smith, 1999, World Health 
Organization, 2004). 
 
Activity of Daily Living (ADL) and Activities of Daily Living (ADLs): basic and routine tasks necessary 
for self-care and to be performed at least once every day, for example: washing, bathing and other 
hygiene-related activities; grooming; dressing; toileting and associated continence management; 
feeding, eating, and drinking (Katz, 1983). 
 
Care home: an umbrella term referring to a residential or nursing facility which provides 
accommodation and care services such as domestic, social care, and health or medical care. 
 
Care plan or care record: a document held at field-site care homes, which chronicles the types and 
frequency of the care services that a resident requires. 
 
Carer (formal and informal): an individual who provides support and assistance to another. A formal 
carer is contracted and employed to provide assistance; an informal carer is unpaid and typically a 
family member, friend, or neighbour of the person who requires assistance. 
 
Caring dyad: the person with dementia and their family member, or the care-recipient and their 
informal carer. 
 
Community setting: the person living in their home in a non-care home location. This includes 
privately-owned or rented accommodation, and sheltered housing schemes. 
 
Co-morbidities: two or more pathologies, diseases, or long-term conditions, occurring in the 
individual at the same time. 
 





Disability: difficulty performing, and therefore possibly the inability to complete, one or more ADLs. 
 
Disablement process model: a conceptual framework initially developed by Nagi (1965, 1991) and 
modified by Verbrugge and Jette (1994), used in this thesis to demonstrate the pathway from 
dementia pathology to ADL disability. 
 
Disorientation: confusion in relation to time, date, place, or person. The opposite state to 
orientation. 
 
Environment: physical, architectural, socio-cultural, financial, and attitudinal factors external to the 
individual. These can have an enabling or disabling effect on ADL performance.  
 
Functional limitations (cognitive and physical): the inability to perform appropriate actions at whole 
body level as a result of impairments. An example of a cognitive functional limitation is difficulty 
recalling a word list; an example of a physical functional limitation is reduced grip strength. 
 
Healthcare: any care that is considered clinical or medical in nature and that promotes, maintains, or 
monitors health. 
 
Impairment (cognitive and physical): abnormalities in bodily systems at cellular level as a result of 
pathology, such as dementia. An example of a cognitive impairment is hindered verbal fluency; an 
example of a physical impairment is muscle weakness.  
 
Incontinence: relates to both the inability to control bodily functions resulting in involuntary leakage 
of urine or faeces, and evacuation in an incorrect location. 
 
Independence: exercising choice concerning what happens to the self regardless of ill-health and 
disability, including control over the extent to which external assistance with ADLs is received. 
 
Institutionalisation: both the process of transitioning to a placement in a care home, and the act of 
residing in such a location. 
 
Instrumental Activity of Daily Living (IADL) and Instrumental Activities of Daily Living (IADLs): 
everyday tasks including: housekeeping, shopping, managing finances and paying bills, using the 
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telephone, and negotiating transport (Lawton and Brody, 1969). They require greater cognitive, 
physical, and social functioning than ADLs. 
 
Keyworker: formal carer employed at a care home allocated specific responsibilities in relation to a 
particular resident, such as monitoring his or her care. 
 
Occupational Therapist: a professional trained to assess and treat individuals with respect to ADL 
performance through rehabilitation, exercise, AT use, or the installation of environmental 
modifications. 
 
Pathology: used in the disablement process model to refer to a disease state or otherwise diagnosed 
medical condition, such as dementia, leading to cognitive or physical impairments. 
 
Social care: human or technological assistance with ADL performance; considered a non-medical 
issue even if the difficulty is partly determined by a health condition. 
 
Speech and Language Therapist: a professional trained to assess and treat difficulties in speech, 
language, swallowing, eating, and drinking. 
 
Symptom: a sign of disorder or disease which signifies a change from normal function. 
 
Telecare: a type of technology related to enhancing safety; they may connect directly to a call centre 
when the user is in need. These types of technologies were not under investigation in this thesis. 
 




Chapter 1: Introduction 
In this chapter, a brief introduction to this research project is given. First, the main problem is 
presented: there are multiple gaps in knowledge concerning the use of technological devices by and 
with people clinically diagnosed with dementia when performing everyday tasks. Specifically, the 
focus is on the performance of the basic Activities of Daily Living (ADLs): washing and bathing; 
dressing and grooming; toileting and continence; and feeding and eating. Human and technological 
assistance to support people with dementia to perform ADLs are well-known coping strategies. 
Examples of technological devices for ADLs include, but are not limited to: easy-turn tap heads, long-
handled hair brushes, raised and coloured toilet seats, and bowls with tilted bases. However, there 
are many knowledge gaps concerning the extent to which these Assistive Technologies (ATs) are 
used by and with people with dementia in community and care home locations. 
 
The chapter continues with the response to the problem; the study aim, five research questions, and 
the design of this study. The bulk of the research used a case study strategy to explore the 
phenomena in context. That is, difficulty performing ADLs and associated use of ATs by people with 
dementia in community and care home settings. The intended contribution of the research to wider 
knowledge is briefly discussed. It is anticipated that, whilst case study designs hinder generalisation 
to the wider population with dementia, the exploration will contribute to understanding preferences 
and barriers to use of ATs. The contents of each thesis chapter are then described. 
 
1.1: The problem - gaps in knowledge 
Further detailed in Chapter 2, dementia is a syndrome that can significantly impair a person’s 
cognitive and physical functioning, and thus their everyday living (Cahill et al., 2004). A person may 
live up to 12 years following their dementia diagnosis (Department of Health, 2008). The challenge, 
and a key policy aim, is to support people with dementia to ‘live well’ for as long as possible, 
whether they reside in their own home or in a care home (Department of Health, 2009). A 
comprehensive scoping review of relevant literature in Chapters 3, 4 and 5 identified five key 
knowledge gaps concerning how the use of ATs may support people with dementia who display 
difficulties performing ADLs. The first knowledge gap was that the precise tasks within each Activity 
of Daily Living (ADL) that may be difficult for people with dementia had to date been unspecified, 
and the extent to which poor ADL performance was attributed to either internal bodily processes or 
external-press from the environment was unclear (see Chapter 3). Second, it was difficult to 
determine the ATs that people with dementia and informal carers used for ADLS when living at 
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home; research on ATs for ADLs largely excluded participants with dementia, and research on people 
with dementia and ADLs typically ignored their use of ATs (see Chapter 4). Third, there was no 
knowledge of: how people with dementia began to use ATs for ADLs; where people with dementia 
or their families obtained the ATs they used and the quality of the relationship that care-recipients 
and their families had with formal care services when negotiating Assistive Technology (AT) use; how 
or whether AT use was maintained over time; and carers’ perceptions of ATs for ADLs and their 
preferences and barriers to use (see Chapter 4). Fourth, although research had demonstrated that 
difficulties with ADLs can be key determinants of institutionalisation for people with dementia, no 
studies had thus far investigated the contribution of ATs to decisions concerning the relocation of 
care. That is, whether the use or non-use of ATs triggered or delayed institutionalisation, or was 
taken into account when making a relocation decision (see Chapter 5). Fifth, there was a lack of 
knowledge on the ATs used in care homes to support ADL performance, including the perceptions of 
care home staff towards ATs for ADLs, and whether family and paid carers perceived that ATs used 
in care homes could contribute to good family-staff relations (see Chapter 5). These gaps in 
knowledge informed the creation of the study aim, research questions, and objectives. 
 
1.2: The response - study aim 
The aim of this research was to investigate informal (family) carers’ and formal (paid) carers’ 
perceptions of whether ATs could be used to assist people with dementia to conduct ADLs; and if so, 
how. This included an exploration of family members’ perceptions concerning the contributory role 
that ATs for ADLs may play in a relocation decision. 
 
1.2.1: Research questions 
Five research questions were formulated to address the study aim: 
 
1. What cognitive and physical difficulties did people with dementia have performing ADLs 
when they resided in the community? 
2. What types of ATs did people with dementia and their informal and formal carers use to 
assist their performance of ADLs while living at home?  
3. What were informal carers' preferences, barriers, and facilitators with respect to the use of 
such ATs by people with dementia when they lived at home? 
4. What was the tipping point for the person with dementia to relocate to a care home, and 
was this decision at all related to ADLs and AT use? 
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5. How did ATs for ADLs used in care home settings enhance residents’ care, and contribute to 
connections between residents, family members, and care home staff? 
 
1.2.2: Research design  
To address these research questions, a mixed-methods research strategy was designed. First, the 
association between poor cognitive function and the use of mobility-related ATs was explored using 
data from the English Longitudinal Study of Ageing (ELSA). The results provided a general 
background about associations between cognition and the use of certain types of devices among a 
large, nationally-representative sample of people living in England. Second, multiple exploratory 
case studies captured the particularised daily lives of people with dementia when living at home and 
in a care home. The case studies were informed by vignettes created from care record data of 
institutionalised residents with dementia, and from in-depth interviews with residents’ informal and 
formal carers. The case studies outlined: the extent of human and technological assistance given to 
support ADLs in both the community and in the care home; how informal and formal carers assessed 
the need for ATs and obtained them; and how informal and formal carers interacted about AT use. A 
cross-case comparison was conducted. For this, the data from care records and interview transcripts 
were subject to a thematic analysis. This identified similarities and differences in experiences of ADL 
disability, and perceptions of the role ATs could have in dementia care. 
 
1.3: Intended contribution of the study 
The study findings will contribute to knowledge concerning how ATs for ADLs may best be used to 
enable people to live well with dementia in different care contexts. The case studies captured the 
circumstances leading to institutionalisation for people with dementia and, for the first time, 
determined whether the use of ATs for ADLs contributed to decisions concerning the relocation of 
care. The diversity of experiences among people with dementia was highlighted. It is not possible, 
nor desired, to generalise the findings to a wider population given that dementia affects people in 
different ways and every person has particular needs, experiences, perceptions, and expectations. 
However, it is anticipated that the findings could contribute to policies and procedures providing 
more suitable dementia care services, including the provision of appropriate ATs. 
 
1.4: Thesis structure 
In this section, brief descriptions of the chapters within this thesis are given. There are ten chapters 
and an afterward. In Chapter 1, a brief introduction to the study is presented to highlight the main 
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problem: lack of knowledge of use of ATs for ADLs by and with people with dementia in community 
and care home settings. The response: the study aim, research questions, and design are given. 
 
In Chapter 2, background information is provided on the key study concepts: a brief summary of the 
epidemiology of dementia; the diagnosis of this syndrome; description of the ADLs under 
investigation; and a discussion of the ATs that may be used to assist with ADL performance. Then, 
social care policies and reports promoting the ideology of living well with dementia are presented. 
Those that refer to the use of ATs in dementia care are identified. How potential care recipients and 
their carers can access formal carers and ATs through adult social services is then discussed. Finally, 
it is acknowledged that many people with dementia may have to relocate from community living to 
care home residence, and that research on associated links with AT use is needed. 
 
Throughout Chapters 3, 4, and 5, knowledge gaps which resulted from a scoping review of relevant 
literature on: dementia; ADL disability; human carers and ATs which may assist the performance of 
ADLs; and the relocation of people with dementia from community to care home, are discussed. The 
search strategy for identifying and critically appraising papers for the scoping review of literature is 
presented in the first section of Chapter 3. 
 
In Chapter 3, the focus concerns how and why poor performance of ADLs (termed ADL disability) 
may occur in people with dementia. The disablement process model (Nagi, 1965, Nagi, 1991) is used 
to explain how ADL disability occurs and is influenced by both biomedical and social-environmental 
factors. Chapter 3 continues with the presentation of empirical research investigating how people 
with dementia may experience ADL disability. Here, the first gap in knowledge is presented: there is 
a dearth of literature on the task-specific difficulties of people with dementia when performing 
ADLs. A modified version of the disablement process model is then presented which shows multiple 
internal and external moderating factors that may delay the experience of disability (Verbrugge and 
Jette, 1994). The focus of this study is on two of the external moderating factors: human and 
technological assistance with ADLs. The remainder of Chapter 3 concerns assistance given by 
humans, termed carers. They may be ‘informal’ (family members, friends and neighbours) or ‘formal’ 
(contracted, paid, and trained care service employees). Barriers that people with dementia and 
informal carers may have when trying to access formal care services are discussed. 
 
In Chapter 4, the discussion of the external moderating factors to disablement continues with focus 
on ATs for ADLs. Suitable ATs can: reduce environmental demands, expand the individual’s bodily 
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capacity to perform an action, or reduce the complexity of the task by replacing a step in a 
sequence. Descriptions are given of ATs that could be used by people with dementia for general 
daily life, and then the ADLs under investigation. Some consideration is given to whether ATs should 
be used to substitute for human assistance or merely to supplement carers’ work. However, the 
second knowledge gap identified that to date we know little about the ATs people with dementia 
and their carers are currently using. The third knowledge gap recognised that there is a dearth of 
evidence on how people with dementia begin to use ATs, where their devices were obtained, how 
AT use is maintained, and carers’ perceptions of the role technologies have in dementia care. Some 
ethical concerns and considerations for AT designers are then presented. 
 
In Chapter 5, the scoping review of literature focuses on two locations within which ADL assistance 
may be received: one’s own private dwelling in the community, and in care homes. The discussion 
concerns the reasons and triggers for institutionalisation; first framed by the introduction of a 
theoretical model that explains why even those who receive ADL assistance may eventually need to 
relocate. The reasons why people with dementia would prefer to stay at home rather than live in a 
care home are then discussed. This is the first of two sections within the chapter which debate 
staying at home versus residing in a care home. The fourth knowledge gap noted that the role of ATs 
was usually excluded in research on triggers and decision-making for institutionalisation. A model 
exploring the multiple factors taken into account by decision-makers in a dementia context is 
presented to identify where ATs may fit in. The second of the debate sections is then presented, to 
explore the benefits to people with dementia of living in a care home. Finally, the discussion turns to 
what is known about ADL performance and assistance during care home life. Here, the fifth 
knowledge gap identified that there is little empirical evidence on current use of ATs for ADLs in such 
locations, and no research on the extent to which family members assist with these. 
 
In Chapter 6, the results of a statistical analysis on a nationally-representative dataset are presented. 
The Wave 5 ELSA dataset (data collected 2010-2011) was analysed to investigate the association 
between cognitive function and use of mobility-related ATs. Mobility difficulties, and associated use 
of ATs to accommodate these, are key influencers of poor ADL performance. Analyses also explored 
relationships between use of these mobility-related ATs and other variables of interest: difficulty 
performing ADLs, multiple health conditions, and socio-demographic factors of sex, age, and wealth. 
The results demonstrated that, contrary to previous research, those with the lowest cognitive 
function were most likely to use mobility-related ATs even when health, socio-demographic, and 
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disability factors were taken into account. This suggests that people with cognitive impairments are 
able and active users of mobility-related technological devices to support everyday actions. 
 
The following three chapters detail the qualitative investigation for this thesis. In Chapter 7, 
description and justification of the research design (case study strategy) and the ethical 
considerations and procedures for the two stages of data collection are made. In Stage One, data 
were mapped from the care records of care home residents with a clinical diagnosis of dementia. 
These data were turned into vignettes which outlined the difficulties participants had when 
performing ADLs and ATs used to counter these difficulties. The vignettes were also designed to 
enable the selection of participants for in-depth exploration in Stage Two. For this second stage of 
data collection, semi-structured interviews were conducted with residents’ family members and 
keyworkers. Interviews with these key informants enabled the collection of detailed experiences and 
perceptions of AT use and non-use. 
 
In Chapter 8, the details pertaining to Stage One of data collection are presented. First, the Stage 
One participants, 16 care home residents with a clinical diagnosis of dementia, are introduced. Then, 
the contents of the care records mapped for relevant data are described. There were a wealth of 
forms and documents in each care record. Thus, an organisational framework was created to 
categorise and sub-categorise the data for legible display. The organisational framework enabled the 
mapped data to be turned into an informative vignette for each participant. The structure of these 
vignettes is described and four patterns observed in the vignette data are discussed. Care record 
data alone did not enable a full exploration of the research questions of this study. However, it is 
noted that the aim of care record mapping was not to be the sole source of case study data, but to 
enable the selection of particular residents for further in-depth exploration. 
 
In Chapter 9, the full case studies resulting from the combination of care record data with interview 
data collected in Stage Two are discussed. First, the Stage Two participants are introduced. These 
were key informants of care home residents with dementia whose care records were mapped. In 
total, 11 informal carers (family members) and 10 formal carers (keyworkers) relating to 10 residents 
with dementia were interviewed. The structure of the 10 resulting case studies is then described. 
The structure followed a time sequence: community life, the relocation experience, and care home 
life, and also by each ADL under investigation. This enabled comparisons within and between the 
case studies. Then, some initial observations on comparing the interview data with the care record 
data are made. That is, the interview method enabled a more complete picture of device use and 
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non-use, and carers’ perceptions of ATs. A cross-case comparison was then conducted; thematic 
analysis performed on the care record and interview data enabled the identification of similarities 
and differences in the experiences of ADL disability and AT use. Findings were divided according to 
five themes, each relating to a research question in this study. Briefly, ATs for ADL performance were 
rarely used in the community, whereas devices to support immobility were more common. People 
with dementia lacked insight into their own disability, which impacted their acceptance of any type 
of ADL assistance. This had an effect on family members’ perceptions of the role ATs could have in 
community-based dementia care. Triggers for institutionalisation were commonly related to 
immobility and an acute incident such as a fall, or getting lost when outside due to dementia-related 
disorientation. Relocation decisions often arose from the advice of health professionals. Currently-
used or future potential use of ATs was rarely perceived by informal carers as able to delay 
institutionalisation. In care homes, staff provided opportunities for residents with dementia to 
perform ADLs for themselves. Yet, it was uncommon for residents to use ATs for ADLs alone. Devices 
were usually only used for safety reasons and in conjunction with physical help from staff. Families 
rarely assisted with ADLs with their relatives once they resided in care homes, though some 
indicated that borrowing ATs from the care homes enhanced their social activities. 
 
In Chapter 10, the key research findings based on the ELSA analysis and the cross-case comparison 
are considered and placed into the context of previously-published literature. These include: details 
of cognitive and physical difficulties people with dementia had when performing ADLs; the salient 
barriers to use of ATs for ADLs; factors that encouraged and facilitated AT use for ADLs in this 
population; and the main issues for maintaining the use of ATs at home. A key finding concerning the 
minimal role of ATs in institutionalisation decisions is discussed. The final two key findings consider 
the contribution of informal carers for ADL assistance to their relatives in care homes, and that the 
use of ATs in such locations have the potential to promote quality, person-centred dementia care. 
The chapter continues with the strengths and limitations of the research. Recommendations for 
social care providers and policy-makers, care home providers, and AT companies are then made. 
Directions for future research based on the findings and experience of data collection are suggested. 
 
In the Afterword, the researcher reflects on some of her relevant personal and professional history, 
and how this may have shaped her experience of the PhD. An acknowledgement of subjectivity 
when performing qualitative analysis, despite striving for objectivity, is made. This reflexivity is 




Chapter 2: Dementia - a background 
In this chapter, an introductory background to the concepts, topics, and content in this thesis is 
presented. Links to the following three chapters which present the review of published literature are 
made. First, a brief context of ageing populations and resulting impact for United Kingdom (UK) 
expenditure on health and social care is discussed. This is followed by the presentation of the 
neurodegenerative syndrome known as ‘dementia’; what it is and how it is diagnosed using 
biomarkers and cognitive performance indicators. Importantly, diagnosis is only made when these 
biomarkers and indicators are also displayed alongside poor performance of ADLs. Since dementia is 
incurable, the focus of this thesis is on typical coping strategies to manage the performance of ADLs; 
help from carers and ATs. The chapter continues with a discussion of relevant social policies, which 
acknowledge that ATs may contribute to living well with dementia. The ways in which people with 
dementia and their carers may access funded human and technological support for ADLs through 
adult social services are outlined. In the final chapter section, it is acknowledged that ATs may not 
completely remove difficulties when performing ADLs; it may eventually become necessary for a 
person with dementia to relocate to a more supportive environment such as a care home. 
 
2.1: An ageing population and a brief summary of the epidemiology of dementia 
The population of England will increase from a projected 54.5 million people in 2015 to 62.1 million 
people by 2035 (2010 data) (Office for National Statistics, 2015a). Within this growth, the annual 
numbers of new-born babies will barely alter, whereas the proportion of people aged 65 years or 
older will increase more than any other age category. In the UK, the proportion of older adults aged 
65 years and older will increase from 17.9% of the total population in 2015 to 23.8% in 2035, and the 
number of adults aged 85 years and older will rise from 1.4 million people in 2010 to 3.5 million by 
2035 (Office for National Statistics, 2015a, Office for National Statistics, 2015b). Life expectancy is 
also increasing, but these extra years of life do not necessarily mean extra years of good health 
(Office for National Statistics, 2015b). As a person ages, they are more likely to experience co-
morbidities, which is the presence of two or more diseases or long-term conditions occurring at the 
same time in an individual (Dunlop et al., 2002, Newman and Brach, 2001). These co-morbidities are 
largely treated by the healthcare system, but may also lead to the onset of disabilities which are 
typically managed by the social care system (Winstein et al., 2012, Dunlop et al., 2002). An ageing 
population with poor health and disability concerns policy makers, as it necessitates expenditure on 




Dementia is a syndrome associated with ageing and older populations. Although dementia can occur 
at any age, the older a person becomes the higher their risk of developing it (Stuart-Hamilton, 2006). 
There are approximately 665,065 people living with dementia in England, and 800,000 throughout 
the UK (Alzheimer's Society, 2013c). Dementia is prevalent in approximately: 3% of adults aged 65-
74 years old; 30% of adults aged 85 years and older; and greater than 40% of people aged 90 years 
and older (Johns et al., 2009, Lobo et al., 1999, Stuart-Hamilton, 2006). Overall, 61% of all people 
with dementia in the UK are female (Alzheimer's Research UK, 2015). Projection estimates anticipate 
an increase to over 1 million people with dementia in the UK by the year 2021 (Alzheimer's Society, 
2013c, Alzheimer's Society, 2012). Dementia care is now seen as a major current and future public 
health issue (Joling et al., 2008, Sloane et al., 2002), as UK expenditure on social care to manage 
dementia symptoms will rise from 0.6% of Gross Domestic Product (GDP) in 2002 to a projected 
0.96% of GDP in 2031 (Comas-Herrera et al., 2011). Currently, dementia is estimated to cost the UK 
economy £23 billion, although £8 billion of this is the contribution of unpaid family carers 
(Alzheimer's Society, 2012). This total is anticipated to increase to £27 billion by 2018 (Alzheimer's 
Society, 2013c). Costs for dementia care are estimated to be greater than the combined costs for 
cancer, heart disease, and stroke (Department of Health, 2012c). In 2013, dementia was the leading 
cause of death for females aged 80 years and older, and the second leading cause of deaths for 
males aged 80 years and older (Office for National Statistics, 2014). 
 
2.2: Dementia 
‘Dementia’ is an overarching term used to describe a variety of symptoms that result from damaged 
and expired brain tissue (Amella et al., 2008, Johns et al., 2009, Swanson and Carnahan, 2007). 
Although in normal ageing the brain experiences some cell death, dementia is a pathological state of 
its functioning (Stuart-Hamilton, 2006). The damage to brain cells causes cognitive and physical 
impairments which produce symptoms such as: memory loss; difficulties with planning sequences of 
actions or reasoning; disorientation to date, time, place, and person; visuo-spatial mistakes such as 
difficulty perceiving between items and incorrectly judging distances; impaired swallowing and other 
damaged motor skills; affected speech and other language issues; altered personality, mood and 
emotional reactions; and difficulty managing social skills such as maintaining relationships 
(Armstrong et al., 2010, Cahill et al., 2007, Cahill et al., 2004, Hagen et al., 2004, Johns et al., 2009, 
Mihailidis et al., 2004b, Molin et al., 2007, Nugent et al., 2007, Wherton and Monk, 2008). Cognitive 




2.2.1: Types of dementia 
Dementia is an umbrella term which refers to multiple conditions which affect brain structure and 
functioning, such as Alzheimer’s disease (AD), vascular dementia (VaD), Lewy body dementia (LBD) 
and fronto-temporal dementia (FTD). Each of these types has a specific aetiology, but they share the 
varied cognitive and physical symptoms described above. This study included participants with any 
type of dementia, so a brief introduction to the most common types is provided below.  
 
The most common type, AD, presents in 50-66% of all people who have dementia in the UK 
(Chertkow, 2008, Davies et al., 2009, Hendrie, 1998). It is caused by the abnormal build-up of 
proteins in the brain, which form clumps called plaques and tangles and affect the functioning of 
nerve cells (Alexopoulos et al., 2005, Murayama and Saito, 2004). Short-term memory loss and poor 
judgement are two of the most commonly observed symptoms associated with AD in its early stages 
(Amella et al., 2008). However, as with all the dementia types, eventually a person may display all of 
the symptoms that were described earlier. 
 
The second most common type of dementia is VaD, which occurs in 17% of all UK cases of dementia 
(Davies et al., 2009, Smyer and Qualls, 1999). Vascular dementia refers to brain cell damage caused 
by pathologies within the vascular system which restrict oxygen supply to the brain. For example, 
blood vessel ruptures or blocked arteries from blood clots may cause VaD (Stuart-Hamilton, 2006). 
Therefore, VaD can be common among people who have had a stroke (O'Brien, 2006). As with AD, 
short-term memory loss is common among people with VaD, although they may initially display 
more difficulty with reasoning and problem-solving (Libon et al., 2004). Mixed dementia occurs 
when a person has dementia caused by two or more types, and is present in approximately 10% of 
all dementia cases in the UK (Davies et al., 2009). The most common mix is AD with VaD. 
 
Lewy body dementia is caused by nerve cell damage as a result of deposits of a protein called Lewy 
bodies (Perry et al., 1990). It is present in 4% of all diagnosed cases of dementia in the UK (Davies et 
al., 2009). The protein deposits also cause Parkinson’s disease, so the impaired motor movements 
associated with this condition are also observed in people with LBD (Cahill et al., 2007). Lewy body 
dementia is associated with more visual and auditory hallucinations, impaired attention, and 
reduced alertness than usually observed in other dementias (Amella et al., 2008, Cahill et al., 2007). 
 
Fronto-temporal dementia is a type of dementia characterised specifically by damage to the frontal 
lobe of the brain, and is associated with motor-neurone disease and Pick’s disease (Neary and 
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Snowden, 1996). It presents in only 2% of all people with dementia in the UK (Davies et al., 2009). 
People with FTD display good memory in the early stages, but may exhibit more aggressive 
behaviours than in other types of dementia (Cahill et al., 2007). 
 
There are over 100 different types of dementia. However, the others are much more rare and 
combined contribute to just 2% of all dementia diagnoses in the UK (Davies et al., 2009). They 
include: dementia related to alcohol abuse, called Korsakoff’s syndrome; HIV-related cognitive 
impairment; and Creutzfeldt-Jakob disease which is caused by an infectious protein (Alzheimer's 
Society, 2013f, Alzheimer's Society, 2013h). People with dementia will present with any number or 
combination of symptoms, and demonstrate varying progression of these symptoms over time 
(Stuart-Hamilton, 2006). This makes designing appropriate care services challenging (De Vreese et 
al., 2008). A correct diagnosis of dementia type may be crucial for providing targeted care services to 
aid living well. An early diagnosis is also important in order to enable the person and their families to 
make future plans. Therefore, correct and early diagnosis is a key policy aim (Dierckx et al., 2007). 
 
2.3: Diagnosing dementia 
Diagnosing dementia is difficult, as the only ‘true’ diagnosis is a post-mortem examination of the 
brain to directly observe organ damage. In clinical practice, dementia is diagnosed according to the 
severity of cognitive impairment compared to ‘normal’ brain function using an assessment tool 
called the Mini-Mental State Examination (MMSE) (Folstein et al., 1975). This 10-minute, 11-item 
instrument measures key areas of cognition including: orientation, recall (memory), attention, and 
comprehension (Cockrell and Folstein, 2002). A copy of the MMSE and its accompanying 
administration notes for clinicians are provided in Appendix 1. Each item of the instrument is 
assigned a set amount of points, and the overall score is calculated by summing the points scored. 
The score ranges from 0 to a maximum of 30 points. A score ≥25 points indicates normal function; 
21-24 suggests mild cognitive deficiency; a score from 10-20 points implies moderate impairment; 
and a score ≤9 points implies severe deficits in cognition (Kukull et al., 1994). Clinicians may also use 
physiological tests on the person’s blood and urine samples, and brain scans to investigate structural 
changes in brain tissue and changes in brain activity to determine the presence and type of 
dementia (Alzheimer's Society, 2014a). 
 
It is pertinent to this study that no matter what the physiological indicators or MMSE score, a 
diagnosis of dementia is only made if the responder also exhibits difficulties performing ADLs 
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(Holsinger et al., 2007). Activities of Daily Living are described below in section 2.4. If the person is 
still able to perform ADLs without difficulty, then a diagnosis of Mild Cognitive Impairment (MCI) is 
instead made (Albert and Blacker, 2006, Petersen et al., 1999). This is a prodromal phase of 
dementia occurring when an individual presents with cognitive impairments that are incongruent 
with normal ageing but do not affect self-care activities. Pertinently, MCI does not always lead to 
dementia and symptoms can be reversed, whereas dementia symptoms cannot (Alzheimer's 
Association, 2009, Davies et al., 2009). As such, people with MCI were excluded in this study, as the 
focus was on people with a clinical diagnosis of any dementia and their ADL performance difficulties. 
 
It is important to acknowledge, however, that MMSE scores may be affected by factors which are 
unrelated to dementia. For instance, a sensory impairment such as hearing loss can make it difficult 
for a person to understand the test. Or, some impaired cognition may have been caused by the 
person’s temporary or long-term co-morbidities; for example, urinary-tract infections (UTIs) can 
cause impermanent delirium (acute confused state) in older adults (Rabins et al., 1982). 
Psychological conditions such as depression and anxiety, or mood states such as dysphoria or 
apathy, may also produce cognitive symptoms akin to dementia (Landes et al., 2005). For example, 
depression occurs in up to 57% of people with dementia (Greenwald et al., 1989, Liston Jr, 1978, 
Reifler et al., 1982, Starkstein et al., 2005) and is associated with reduced physical functioning, 
difficulty performing ADLs, aggression, more inpatient hospital days, and high mortality rates (Kales 
et al., 1999, Kaup et al., 2007, Lee and Chodosh, 2009, Lyketsos et al., 1999). It is imperative for 
clinicians to determine the presence of physical or psychological co-morbidities before conducting 
an MMSE assessment. Thus, a diagnosis of dementia is also only made once other conditions that 
may cause cognitive impairments have been ruled out (Stuart-Hamilton, 2006). This is especially 
critical before decisions regarding a person’s health and social care needs are made. 
 
The MMSE score is used to categorise a person with dementia according to three broad stages of 
acuteness of symptoms: mild, moderate or severe (Davies et al., 2009). Dementia is progressive, 
meaning the symptoms will become more pronounced over time. That is, the person will usually 
move from mild, to moderate, and then to the severe stage of dementia over their life course. To 
illustrate using the cognitive function of memory: someone with mild dementia frequently forgets 
recent events, conversations, or actions and has repetitive speech; when they have moderate 
dementia they demonstrate memory loss significant enough to hinder their ability to learn new 
information and only retain well-learned material; eventually they experience severe dementia and 
have such critical memory loss they remember only fragments of information (Hughes et al., 1982). 
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Using an example of the ADL of eating, a person with mild dementia may require verbal prompting 
from carers but can still feed themselves; when they have moderate dementia they require some 
verbal and physical help to eat; and once they progress to a severe stage of dementia, they are 
entirely reliant on others to provide total physical assistance (Hughes et al., 1982). There is detailed 
discussion in Chapter 3 concerning how dementia causes cognitive and physical functional 
limitations and ultimately leads to impaired performance of ADLs (Mihailidis et al., 2004b, Wherton 
and Monk, 2008, Robinson and Fisher, 1999, Martin et al., 2007). 
 
2.4: Disability performing Activities of Daily Living 
Activities of Daily Living are basic and routine tasks necessary for self-care: washing, bathing and 
other hygiene-related activities; grooming and dressing; toileting and continence; and feeding and 
eating (Katz, 1983). Instrumental Activities of Daily Living (IADLs) or ‘advanced ADLs’ are more 
complex tasks that require greater cognitive and physical functioning than ADLs. They are also 
usually associated with social contact with others, such as housekeeping, shopping, managing 
finances and paying bills, using the telephone, and negotiating transport (Lawton and Brody, 1969). 
Inability to perform or complete an ADL, or multiple ADLs, may lead to a person being viewed as 
disabled. The disablement process model (Nagi, 1965, Nagi, 1991, Verbrugge and Jette, 1994) serves 
as the conceptual framework for this thesis. This model illustrates the process by which pathology 
such as dementia leads to poor performance of ADLs, but posits that ADL disability is also 
determined by a person’s environment (Nagi, 1965, Nagi, 1991, Verbrugge and Jette, 1994).  
 
Briefly; according to the disablement process model, the cognitive and physical symptoms or 
impairments of dementia lead to functional limitations. These include: immobility; a reduced ability 
to plan actions; and inability to recognise errors and correct them (Sarafino, 2006). When a person is 
required to perform an ADL such as eating, not only do these functional limitations impede 
performance, but so too do the social and physical environments surrounding the person. For 
example, the action of eating a bowl of soup is comprised of numerous tasks such as: realising one is 
hungry (cognitive and physical functional limitations); recognising nearby items as a bowl, spoon, 
and soup (cognitive functional limitation and environment); understanding how to pick up the spoon 
(cognitive functional limitation and environment); having enough finger grip and wrist strength to 
hold the spoon (physical functional limitation); having enough range-of-motion in the shoulder to 
take the spoon from table to bowl (physical functional limitation); avoiding excess noise to prevent 
the person becoming distracted or confused (cognitive impairment and environment); and so on. 
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Therefore, there are multiple opportunities for both bodily and environmental factors to impair a 
person with dementia’s performance when eating soup (Boger et al., 2010, Mihailidis et al., 2000, 
Roy et al., 2011). The first research question of this study was to explore the cognitive and physical 
difficulties people with dementia had when performing ADLs in their home environment. 
 
2.5: ‘Treatment’ of dementia and the provision of social care 
There is currently no cure for any type of dementia. Pharmacological interventions, 
acetylcholinesterase inhibitors and N-methyl-D-aspartate receptor agonists, can slow but not stop 
the progression of dementia symptoms (Gillette-Guyonnet et al., 2011, Rodriguez, 2005). 
Furthermore, these drugs can only be given to people with AD (Stuart-Hamilton, 2006, Swanson and 
Carnahan, 2007). While these medications may have some effect on cognitive symptoms, they do 
not improve the overall performance of ADLs (Lancioni et al., 2009b). Behavioural interventions to 
slow symptom progression include: exercise, reality orientation therapy, mind stimulation, and 
memory drills (Lancioni et al., 2009b, Pope et al., 2003). Again, these have some effect on cognition, 
but not on overall ADL performance (Lancioni et al., 2009b). This is because, according to the 
disablement process model, the person’s environment can influence ADL performance as much as 
the person’s bodily functions (Nagi, 1965, Nagi, 1991, Verbrugge and Jette, 1994).  
 
Verbrugge and Jette (1994) modified the disablement process model to introduce internal and 
external supports which moderate the extent to which bodily and environmental factors impede 
ADL performance. Given that there is no cure for dementia, this thesis focused on the two most 
common of these external supports to cope with poor ADL performance: human and technological 
assistance. These two types of help come under social care services. Human assistance may be 
provided by ‘informal’ or ‘formal’ carers. Informal carers are usually the person with dementia’s 
family, friends, or neighbours who are unpaid for their assistance. Formal carers are employed either 
privately or by the state to provide ADL assistance. However, the definitions can blur, as some family 
members may be paid for their time caring for their relative under a Direct Payment scheme (Carers 
UK, 2014), and some formal carers may become friends with the care-recipient. In this thesis, any 
family member or initial friend actively involved in looking after the person with dementia was 
referred to as an informal carer even if they subsequently received some monetary payment. Any (at 
least initial) stranger who was contracted and paid to provide care to the person with dementia was 
termed a formal carer. The ways in which human carers may verbally and physically assist with ADLs 




2.6: Assistive Technologies to help ADL disability 
As indicated in the modified disablement process model (Verbrugge and Jette, 1994), ATs are 
another type of external support that may assist the cognitive and physical impairments of people 
with dementia and their subsequent ADL disabilities (Armstrong et al., 2010, Boger et al., 2006, 
Cahill et al., 2007). An AT is defined as ‘any device or system that allows an individual to perform a 
task that they would otherwise be unable to do, or increases the ease and safety with which the task 
can be performed’ (Cowan and Turner-Smith, 1999, World Health Organization, 2004). This 
definition includes a range of devices from sophisticated, ‘smart’ technologies such as sensors to 
alert others when a person has fallen or gotten lost, to simple items such as long-handled shoehorns 
and colourful tap-turners. There are also many dementia-specific ATs to manage cognitive 
impairments, such as memo-minders to help poor memory, and clocks and room-signs to aid 
disorientation. As ADL disability is caused by both bodily and environmental processes, so too do ATs 
work by either expanding the individual’s capacity to perform the activity, or by reducing the 
demands of their external surroundings (Agree and Freedman, 2003). The devices that may be used 
for ADLs are described further in Chapter 4. The second research question of this thesis was to 
explore the ATs actually used by people with dementia, and their informal and formal carers, when 
living at home. 
 
Indeed, not only can ATs be used by the person alone, but can be used in conjunction with the 
person’s informal or formal carer. Some discussion of whether ATs can, or should be, used to 
substitute or supplement the presence of human carers is made in Chapter 4. The use of ATs may 
help carers by reducing task demand and alleviating time pressure (Mihailidis et al., 2008). This is 
especially important as people who informally care may have other obligations, such as a job and 
childcare (Rauhala and Topo, 2003). However, this also leads to a consideration of who ATs really are 
for; the person with dementia or their carer. This and other ethical considerations of AT use are 
discussed in Chapter 4. The English social care policy context concerning ATs to be used by and with 
people with dementia is presented below. 
 
2.7: Relevant adult social care policies and social service provision 
Many people with dementia will need human or technological assistance to complete ADLs; this may 
require involvement from social care services. In this section, first the underlying person-centred 
framework that shapes the current adult social care system is presented. This is followed by an 
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outline of the social policies that address the needs of people with dementia and their informal 
carers. Attention is given to policies that promote AT use. However, they are criticised for focusing 
on telecare and telehealth devices instead of ATs for ADLs. A discussion of adult social services 
follows, including the needs assessment and means test people must undertake to access funded 
formal care services. Other sources of financial assistance specifically designed to access ATs or to 
adapt the home environment to meet needs are described. Finally, how ATs may be obtained, either 
from social services or private means, are introduced. 
 
It is noted here that the field-sites for this study were all in England, so the results cannot be 
generalised to the UK as a whole. Furthermore, the four UK countries each have different policies for 
the provision of formal care services for ADLs. In Scotland formal care is free; in Wales there is a 
maximum charge of £50 per week; and in Northern Ireland formal care is free for individuals aged 75 
years and older (Age UK, 2013a, Humphries et al., 2010, Knapp and Prince, 2007). 
 
2.7.1: A person-centred framework of social care 
Historically, many people with dementia were denied the opportunity to be involved in decisions 
about their care (Martin and Bartlett, 2003). This was because the dominant perspective of social 
care followed a biomedical model that viewed people with cognitive impairment as unable to be 
involved in decision-making (Martin and Bartlett, 2003). This automatically gave health and social 
care professionals the power to choose the care individuals received (Barbas and Wilde, 2001). Over 
time, the central ideology, and thus relevant policies and legislative framework, altered to a person-
centred perspective (Downs, 2013b, Kitwood, 1997a). The person-centred approach tackles negative 
societal perceptions about what it means to have dementia (Nettleton, 2013). The perspective 
advocates for the greater involvement of people with dementia in discussions concerning the care 
they receive, in order to elicit more sensitive, appropriate, and humane assistance (Innes, 2009). It 
incorporates both the decision-making of the person with dementia, and carers’ abilities to give 
reactive, individualised care (Downs, 2013a, Kitwood, 1997c, Lymbery, 2010, Martin and Bartlett, 
2003, Sabat and Harré, 1992). Person-centred care empowers people with dementia to set the pace 
for the assistance they receive, which can contribute towards retaining a sense of self, feeling 
valued, and promoting meaning in their lives (Wey, 2005). The Mental Capacity Act (2005) (MCA) 
(UK Parliament, 2005) is a person-centred legislative framework which provides guidance to ensure 
that people with dementia are included in decisions about them, or if they cannot be involved it 




The ideology underpinning person-centred care is to promote a sense of independence within 
people with dementia; however, the word ‘independence’ is ambiguous (Adams and Bartlett, 2003, 
Vernon and Qureshi, 2000). Historically within gerontological and independent living research, 
independence was defined as coping, for example with ADLs, without the assistance of others 
(Vernon and Qureshi, 2000). Many aspects of Western society teach people that they should be self-
reliant (Reindal, 1999, Rose, 1989), and should perform ADLs unassisted once adulthood is reached 
(Secker et al., 2003, Thomas, 2007). Critical scholars felt that this view of independence was 
favoured by policy-makers and politicians because it would result in cheaper health and social care 
costs as people strived to do as much for themselves as possible (Oliver, 1990, Vernon and Qureshi, 
2000). This meaning of independence infers that dependence is its opposite state; a person who 
needs to rely on others to help meet their needs, including for ADL performance (Arber and 
Evandrou, 1993, Wilkin, 1987). A label of dependency can be shameful (Fine and Glendinning, 2005, 
Gignac and Cott, 1998), and may: negatively affect a person’s psychological health; reduce 
opportunities for employment; or even lead to exclusion from society (Gignac and Cott, 1998). Such 
meanings of independence and dependence are stigmatising, ageist, and oppressive (Bond and 
Cabrero, 2007, Thomas, 2007). They are also inaccurate labels, as a ‘dependent’ person may be able 
to conduct many other activities for themselves (Williams and Wood, 1988). Furthermore, no human 
being, by nature a social creature, is able to achieve complete independence from others (Vernon 
and Qureshi, 2000). All individuals are likely to rely on others for assistance with ADLs or other daily 
tasks at some point in their lives due to a temporary or permanent condition, such as: injury, illness, 
or even pregnancy. With these perceptions of independence and dependence, there is potential for 
every person to be stigmatised (Adams and Bartlett, 2003). 
 
A new meaning of independence elicited from the sociology of disability field (Vernon and Qureshi, 
2000). In disability and person-centred care literature, an independent person is one who has 
control about the way they want to live, regardless of their ill-health or disability (Brisenden, 1989b, 
Oliver, 1990). What is most important is not that the disabled adult can perform ADLs without help, 
but that they made their own choices regarding the assistance they do and do not receive 
(Brisenden, 1989a, Leece and Peace, 2010, Thomas, 2007). With this meaning, independence is 
achievable and promotes positive well-being, self-esteem, and life purpose (Secker et al., 2003). 
Further, people with dementia can be empowered to choose the extent of human and technological 
assistance they receive (Mountain, 2013, Thomas, 2007). However, academics have queried whether 
older people, including people with dementia, give as much priority to autonomy and independence 
for ADLs as they do to other life domains such as: preserving physical energy, feeling safe, or feeling 
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a sense of belonging to their surroundings (Baltes, 1996, Davies et al., 2000). The social care policies 
framed by the person-centred perspective are introduced below. The discussion includes support for 
personalised services and that ATs are promoted in governmental policies. 
 
2.7.2: Social care policies promote technologies to aid living well with dementia 
People with dementia in England are covered by a plethora of Acts, adult social care policies, 
recommendations, reports, and guides for best practice in social care services. These range from 
general policies for older adults such as the ‘National Service Framework for Older People’ (with 
subsequent updates) (Department of Health, 2001), and the White Paper ‘Our Health, Our Care, Our 
Say’ (Department of Health, 2006), to those specific to dementia: ‘Dementia 2012’ (Alzheimer's 
Society, 2012), the ‘National Dementia Strategy’ (NDS) (Department of Health, 2009), and the Prime 
Minister’s Challenges on Dementia covering 2012-2015 and 2015-2020 (Department of Health, 2015, 
Department of Health, 2012c, Department of Health, 2012d). These policies and campaigns all 
commit to key governmental aspirations that every diagnosed person with dementia receives 
meaningful care and lives well. 
 
‘Living well with dementia’ includes care services that can be personalised by the person with 
dementia, or people working with them, to meet their individual needs (Clough et al., 2007). The 
principles behind this person-centred approach affirm that people with dementia are individuals 
with unique life histories, that their perspectives are important and valuable, and that their well-
being is an important dimension of their lives (National Collaborating Centre for Mental Health, 
2006). The theme of personalisation also carries through into policies for technologies; the 
government recognise that the contribution AT use may have towards the lives of people with 
dementia is highly individualised, and thus that the provision of technologies should be tailored to 
the person’s wishes and needs (Department of Health, 2013b, Department of Health, 2011). 
 
The increasing need for more research on ATs to address care challenges for people with dementia 
was outlined in the National Dementia Strategy (NDS) (Department of Health, 2009): the catalytic 
document for this study. However, ATs in social care service provision have been on the policy 
agenda for some time. Governmental interest in technology grew from seminal works by Bjørneby et 
al. (1999) and Marshall et al. (2000) which linked ATs to the person-centred approach to dementia 
care, at the same time as the approach was becoming the dominant ideology. Subsequent policies 
and reports relating to adults with disability, older adults, and people with dementia highlighted the 
new role that ATs could have in a number of key areas such as housing, healthcare, and particularly 
38 
 
social care (Woolham, 2006). For example, the 2015-2020 Prime Minister’s Challenge on Dementia 
(Department of Health, 2015) highlighted that future dementia care should be innovative and 
incorporate technological solutions, and the White Paper ‘Caring for our Future: Reforming Care and 
Support’ (Department of Health, 2012a) recognised the importance of ATs in social care, though this 
was in reference to the value of telecare and telehealth services. 
 
Indeed, the focus of policies and governmental schemes has notably been on telecare, telehealth, 
and digital or ‘smart’ technologies rather than the simpler ATs of focus in this study (see Chapter 4 
for descriptions of these types). Examples of national telecare and telehealth governmental 
programmes and research include: the Preventative Technology Grant programme (The National 
Archives, 2009); The Whole Systems Demonstrator Project (Steventon and Bardsley, 2012); the 
‘3millionlives campaign’ (Department of Health, 2012b); and its successor the Technology Enabled 
Care Services programme (NHS Commissioning Assembly, 2015). The evidence suggests that to date, 
these programmes, campaigns, and research projects have evidenced limited effectiveness of 
telecare (Steventon and Bardsley, 2012). They have been criticised for promoting telecare use with 
little compelling evidence (Greenhalgh et al., 2012). For example, a randomised controlled trial is 
currently being conducted to investigate cost-effectiveness of ATs use and time to 
institutionalisation of AT users compared to a control condition (Leroi et al., 2013). However, the 
control condition for this study is not the use of no ATs, but having telecare in the form of a pendant 
alarm; this may somewhat limit findings. Overall, telecare and telehealth devices are likely to have 
received considerable attention because they are seen by governments as cost-effective ways of 
reducing social care costs associated with population ageing (Government Office for Science and 
Foresight, 2016, Woolham, 2006, Wright et al., 2005). This importance placed on cost-effectiveness 
may somewhat defy the ideology of promoting AT use only in a person-centred manner. 
 
Currently, health and social care services are funded in different ways. For instance, NHS England 
(healthcare) is funded by the Department of Health, and LAs (social care) are funded by the 
Department for Communities and Local Government (Bate, 2017). However, this system is now 
under review with the aim of integrating health and social care in order to improve service provision, 
commissioning, and funding. This integrated model of care is discussed further in Chapter 10. The 
current system by which a person with dementia is assessed by adult social care services in order to 
obtain funded human and technological assistance is described below. This is the system by which 




2.7.3: Adult social care services 
Local Authorities (LAs) assess a person’s social care needs, set the eligibility criteria for funded 
assistance, and arrange formal care service provision (Comas-Herrera et al., 2006). These social 
services are funded from central and local taxation and from user-charges (Comas-Herrera et al., 
2006). Rehabilitation services assist a person for free up to six weeks following a hospital discharge. 
These typically combine intermediate (healthcare) and re-ablement (social care) care (Age UK, 
2013e). Health and social care via human assistance and ATs are not mutually exclusive options for a 
potential service-user, and may complement one another. 
 
Formal care service provision for a person with dementia includes: informal carer respite; domiciliary 
assistance such as housework, shopping, and gardening; home-delivered meals; verbal or physical 
ADL assistance from formal carers; or the provision of ATs for ADLs from an Occupational Therapist 
(OT) or other relevant professional (Age UK, 2012a, Raivio et al., 2007). The aims of such services are 
to help care-recipients to improve or maintain their quality of life, and to provide protection for 
vulnerable older adults (Age UK, 2012a). Anyone in need of care can apply to social services, but 
research has demonstrated that people with dementia, compared to cognitively-healthy 
counterparts of a similar age, are more likely to receive services for ADL assistance than the other 
services listed above (Hawranik, 1998). Among people who live alone, those with dementia are more 
likely to use formal care services than cognitively-healthy people (Nourhashémi et al., 2005). 
 
The costs of dementia care are vast, as indicated in section 2.1 (Alzheimer's Society, 2012). Yet, 
although the government allocated more money to social care in the 2010 Comprehensive Spending 
Review, older people’s social care expenditure was cut by £331 million (4.5%) from 2010/11 to 
2011/12 (Age UK, 2012a). People who wish to access funded care from social services are subject to 
a needs assessment and means test to determine their eligibility. These are described below. 
 
2.7.4: Accessing social services: the needs assessment and means test 
Although the system to access funded social care support from adult social services has been 
frequently changing, the current procedures require first an assessment of the potential care-
recipient’s needs, and second a means test (UK Parliament, 2014). Every applicant is entitled to a 
needs assessment (Age UK, 2013a, Social Care Institute for Excellence, 2013). It is carried out by a 
social services staff member such as a social worker or OT (Age UK, 2012b). The assessment takes 
into account the person’s abilities and skills, support networks, emotional needs, and culture (Age 
UK, 2013a, UK Parliament, 2014). Informal carers’ needs and opinions are also taken into account 
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(Age UK, 2013a). The potential care-recipient then receives a written care plan detailing the support 
required to meet their needs (Age UK, 2012b). 
 
The second step is a personal means test to determine the extent to which individuals must make a 
financial contribution towards the services they may receive (Comas-Herrera et al., 2006). The 
means test assesses the person’s income and savings, including the value of their estate and other 
assets (Age UK, 2012b, UK Parliament, 2014). At the time the participants in this study had a means 
test (some years prior to data collection fieldwork) the assets threshold for funded care was set at 
£23,250. This meant that anyone with income and savings greater than that figure would have had 
to pay fully for their care, although the amount they paid was not to bring their income below a 
minimum threshold (Age UK, 2013a, Age UK, 2012b). Anyone with income and savings below 
£14,250 was entitled to receive fully-funded care (Isden et al., 2013). Even then, people may have 
been obliged to make some financial contribution provided that they were left with at least £22.30 
per week (Isden et al., 2013). 
 
Since the time that the research participants in this study were financially assessed, the Dilnot 
Report recommended an increase in the upper-limit threshold from £23,250 to £100,000 (Dilnot et 
al., 2011). The Dilnot Report also suggested that contributions to the cost of care have a maximum 
limit of £35,000 (Age UK, 2013c, Age UK, 2012a). Although an improvement, the actual government 
changes fell short of these recommendations (Isden et al., 2013). From April 2020 onwards, people 
in receipt of social care will be required to make some financial contribution if their income and 
savings are between £17,500 and £118,000 (Age UK, 2015). They must pay the full amount for their 
care if they exceed the upper threshold of £118,000 (Age UK, 2015). Care-recipients should pay a 
maximum contribution of £72,000 in their lifetime, whether they reside in the community or in a 
care home (Age UK, 2013c, Isden et al., 2013). 
 
The needs assessment and means test results determine the applicant as having overall low, 
moderate, substantial, or critical needs (Age UK, 2012a). This four-point scale is used by LAs to 
assess eligibility for receiving state funded care services. In response to demand from ageing 
populations and a reduction in their budgets, LAs have had to raise the eligibility threshold for 
funded care services only to those with critical needs (Comas-Herrera et al., 2006, Humphries et al., 
2010). In 2009-2010, 50% of councils provided support to people with moderate to critical needs; 
this reduced to 15% of councils in 2011 (Care Quality Commission, 2011). By 2012, around 80% of 
councils funded care only to people with substantial needs or greater, and 3% of councils only 
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provided assistance to those with critical needs (Age UK, 2012a). This indicates a postcode lottery for 
care, as the likelihood of receiving state funding depends upon the person’s location (Age UK, 
2012a). The Dilnot Report recommended that this postcode lottery be eradicated with a nationwide 
eligibility threshold, which was in place by April 2015 (Isden et al., 2013, Department of Health, 
2013a). The people with dementia in this study resided in different LAs, and although their informal 
carers were not asked to detail the outcome of their means test, they were asked to indicate 
whether any ATs used were funded or provided by adult social services. There are other 
Parliamentary Acts by which people with dementia may apply for ATs and environmental 
adaptations; these are described below. 
 
2.7.5: Sources of financial assistance for ATs and environmental adaptations 
Under the Housing Grants, Construction and Regeneration Act (1996) (UK Parliament, 1996), people 
with dementia are eligible to apply for Disabled Facilities Grants (DFGs) (Age UK, 2013d, 
Communities and Local Government, 2013). These grants may be used for ATs and housing 
adaptations to make an environment safer and to enable access to essential areas and facilities 
within their home (Adams, 2015). The decision to provide a Disabled Facilities Grant (DFG) is made 
by the person’s Local Authority (LA) housing department, which means tests their eligibility. Once 
again, the means test takes into account the income and savings of the person with dementia, 
although disability benefits below £6,000 per annum are excluded from the test. When a person 
with dementia is eligible for a DFG, the social services and housing departments within the LA liaise 
to decide which housing adaptations will be provided (Age UK, 2013d). In England, the maximum 
DFG is £30,000, although the average provision is approximately £6,500 (Adams, 2015). Again, 
provision differs across the UK countries; for example, the threshold is £36,000 in Wales, up to 
£25,000 in Northern Ireland, and not available at all in Scotland (Age UK, 2013d, gov.uk, 2015). 
 
People with dementia are additionally entitled to receive appropriate ATs and other adaptations to 
their home under the Chronically Sick and Disabled Persons Act (1970) (Age UK, 2013b, Age UK, 
2013d, UK Parliament, 1970). Even if a person is having difficulty obtaining a DFG, social services still 
has a duty to provide this assistance. People with dementia may also be entitled to other financial 
supports such as Attendance Allowance if aged over 65 years, Pension Credit, Council Tax Reduction, 
or Personal Independence Payments if they are under 65 years of age (the latter was previously 
known as Disability Living Allowance) (Age UK, 2013e, Department for Work and Pensions, 2015). 
Informal carers may be eligible for Carer’s Allowance of £62.10 a week (2016-2017 proposed rates) 
to help care for someone (Department for Work and Pensions, 2015), but this may affect other 
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benefits they or their care-recipient receives (Age UK, 2013a, Age UK, 2013e). Some of these will be 
taken into account during means tests (Age UK, 2013a, UK Parliament, 2014). The eligibility criteria 
for these benefits and entitlements will not be further discussed in this thesis. The focus now turns 
to the sources from where people with dementia and their carers may obtain ATs for ADLs. 
 
2.7.6: Obtaining ATs via social services or private means 
Some ATs, such as commodes and walking aids, are considered healthcare technologies so are 
provided free from hospitals, General Practitioners (GPs), and district nurses (Age UK, 2013b). Other 
ATs are considered under social care services. In England, 150 LAs provide funded ATs and minor 
environmental adaptations for people’s homes (Department of Health, 2011). Equipment and 
adaptations available from social services include: stair lifts, accessible showers, stand-aid hoists, 
hand-rails, and kitchen utensils. Again, provision is subject to the person’s country of residence. 
English residents may receive funded ATs up to a cost of £1,000 under The Community Care 
(Delayed Discharges) Act (2003) (Age UK, 2013d, UK Parliament, 2003). In Wales, AT provision is 
based on a means-test so the £1,000 threshold does not apply, and people in Scotland and Northern 
Ireland are usually able to receive the ATs they need for free (Age UK, 2013a, Age UK, 2013b, Age 
UK, 2013d). There are, however, some problems with obtaining equipment as there are no legal 
waiting times within which equipment must be provided once eligibility has been determined (Age 
UK, 2013b). Very little is currently known about who receives ATs from English LAs. Brittle et al. 
(2007) explored receivers of social service funded ATs and adaptations and discovered that over half 
were female, and more than three-quarters were aged 65 years and older. Most of the ATS were to 
assist with bathing ADL. However, the authors did not measure the cognitive function of recipients. 
Whilst it is useful to understand the types of devices provided, these results are not necessarily 
generalisable to those with dementia. 
 
Although funded ATs are available (Age UK, 2012c), many older people have been known to privately 
purchase them (Department of Health, 2011). For those aiming to obtain ATs privately, Age UK 
(2013b) have published information on where potential users can purchase suitable equipment. 
These include: private AT companies in shops or via their mail-order catalogues; chemists; websites 
of voluntary and charity organisations such as Age UK, Alzheimer’s Society, and Disabled Living 
Foundation; Independent Living Centres; or second-hand via newspaper adverts or social networks 
(Age UK, 2013b). People with disabilities and those with dementia who have been assessed as 
having care needs are Value Added Tax exempt when purchasing specialist equipment for their own 
use; hiring disability equipment; and when paying for building work to adapt their own home (Age 
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UK, 2013b). The extent to which people with dementia and their families privately purchase ATs is 
currently unknown. The third research question of this project was to explore the barriers, 
preferences, and facilitators to AT use of informal carers; this includes how they received 
information on technologies, identified what they needed, and sourced appropriate devices. 
 
2.8: The institutionalisation of people with dementia 
Unfortunately, ATs are not always able to meet a person with dementia’s every need; in Chapter 5 
the difference between underlying disability and residual disability is illustrated (Agree and 
Freedman, 2003). Underlying disability is the impaired performance of an ADL as a result of 
cognitive, physical, and environmental restrictions. Residual disability refers to difficulties that 
remain even when the person has human and technological assistance. It is residual disability when 
performing ADLs that may be hypothesised to increase the likelihood of institutionalisation, the act 
of moving permanently into a care home (Horgas and Abowd, 2004). As such, the fourth research 
question of this study was to explore the tipping points for a relocation of care and whether ADL 
performance and AT use contributed to that decision. Within this, of particular interest was whether 
carers perceived use of ATs delayed institutionalisation. 
 
Scholars of person-centred care recognise that dementia is a pathological bodily state (Innes, 2009, 
Kitwood, 1997a), but argue that the experience of dementia is influenced by more than biological 
factors in that it also includes environmental, social psychological, and life course factors (Kitwood, 
1997c). By considering such factors, a person with dementia can be supported to live well in any 
location; while many people with dementia would prefer to remain living at home, many are able to 
live well in care homes with well-trained staff even if this was not their preferred location of choice 
(Vittoria, 1998). Both institutionalisation decisions and living well when residing in a care home are 
addressed further in Chapter 5. This also links to the fifth and final research question in this thesis; to 
explore ADL performance and associated AT use of people with dementia who reside in care homes, 
and whether AT use could enhance relationships between individuals. 
 
2.9: Chapter 2 summary 
In summary, dementia is a condition that can severely affect a person’s cognitive and physical 
functioning to the extent that they may be unable to perform ADLs without assistance. The 
performance of these daily activities is also influenced by the person’s physical, social, and cultural 
environment. As there is currently no cure for dementia, the only form of intervention is human and 
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technological assistance to help the person with dementia to manage their ADLs. An exploration and 
understanding of the contribution that use of ATs can make is critical as not only can they assist ADL 
performance but contribute to a user’s sense of living well with choice. Some people may be eligible 
to receive state-funded formal care services, ATs, and environmental adaptations. However, it is 
acknowledged that even with human and technological assistance, there may come a time that the 
person with dementia must relocate to a care home to ensure their safety. The following three 
chapters present a comprehensive scoping review of literature on these topics, using empirical 
evidence to support or refute what is currently known. The gaps in knowledge that elicited from the 




Chapter 3: Dementia and ADL disability 
In the first section of Chapter 3, the strategy used to search for and appraise relevant papers for the 
scoping review of literature is presented. This includes a numerical analysis conducted on papers, 
and a discussion on the presentation of appraised literature in Chapter 3. The main focus of this 
chapter concerns the examination of literature exploring how ADL disability occurs among people 
who have dementia. An overview of the disablement process model is first presented, as it is used in 
this thesis as the theoretical framework to understand how dementia may lead to ADL disability. This 
model was chosen as it draws on both the biomedical and social perspectives of disability to explain 
the cognitive, physical, and environmental factors that influence the pathway from pathology to 
disablement. A clear understanding of how dementia leads to ADL disability is important as research 
questions 1 and 5 in this thesis explore how people with dementia experience difficulties performing 
ADLs in community and care home locations respectively. The discussion of this model is followed by 
a detailed examination, drawing on empirical research to date, of how dementia affects the ADLs 
introduced in Chapter 2: bathing and washing; grooming and dressing; toileting and continence; and 
feeding and eating (Katz, 1983). A key knowledge gap arising from the review of this literature is 
presented; a lack of focus on the specific tasks and actions which might indicate ‘poor ADL 
performance’ in research rhetoric. 
 
A modified version of the disablement model is then presented, which elaborates on how ADL 
disability may be helped or alleviated by extra-individual factors. Conceptual overlap between the 
disablement process model and the person-centred approach to dementia care is then considered. 
The two extra-individual factors of interest are: personal assistance through human care, and special 
equipment and devices such as ATs. How human care from family members (informal carers) or paid 
staff (formal carers) helps people with dementia to perform ADLs is examined in this chapter. 
Attention is also given to the barriers faced by people with dementia and their informal carers when 
accessing formal care services. 
 
3.1: The scoping review - search strategy and critical appraisal 
In this section, the topics within the scoping review of literature are outlined, and the scoping review 
approach is justified. The search strategy conducted to identify papers and the exclusion criteria 
applied to reject irrelevant literature are described below. The reader is also directed to the 
Appendix for supporting information on the search strategy. Then, summary tables used to extract 
key information from the relevant literature are discussed. The numerical and thematic analyses 
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used to critically appraise the article contents are described. The results from the numerical analysis 
are then presented. The final section outlines the presentation of the thematic analysis findings 
throughout Chapters 3, 4, and 5. 
 
3.1.1: Scoping review topics 
The topics framing the review of relevant academic and grey literature aligned closely with the five 
research questions presented in Chapter 1. These topics covered the following five areas: the 
cognitive and physical difficulties experienced by people with dementia when performing ADLs in 
the community; the types of ATs used by people with dementia and their informal and formal carers 
in community settings; carers’ preferences, barriers, and facilitators with respect to the use of ATs 
by people with dementia in community settings; the tipping point for the person with dementia in 
relocating to a care home, and its relationship to how institutionalisation decisions are made; and 
ATs used by and with people with dementia in care home settings, and the contribution of AT use to 
connections between residents, staff, and families. While these topics covered different research 
areas, the literature search focused on identifying papers that covered three core themes for this 
thesis: dementia, performance of ADLs in community or care home settings, and assistance from 
carers or ATs for ADL performance. 
 
3.1.2: Scoping review approach 
A scoping review was deemed the most suitable framework to appraise the literature due to the 
broadness of: the three core themes among the five topics of interest described above; the multiple 
study designs and methods used to explore these topics (for example, cross-sectional dataset 
analysis, observational techniques, and pre-and post- intervention data); and different types of 
papers to be reviewed (both peer-reviewed academic papers and grey papers were to be included) 
(Arksey and O'Malley, 2005). A systematic review was deemed an inappropriate approach for this 
exploratory study, as the aim was not to answer narrow research questions using a small number of 
quality studies of the same design (Arksey and O'Malley, 2005). Rather, the aim of the scoping 
review was to numerically and thematically analyse all types of relevant academic and grey literature 
to identify research gaps in current evidence and understanding (Arksey and O'Malley, 2005, 
Armstrong et al., 2011, Mays et al., 2001). However, the search strategy to identify appropriate 




3.1.3: Literature search strategy – three phases 
The search to identify relevant literature for the scoping review consisted of three phases. Phase 
One consisted of searching systematically for literature; Phase Two for applying exclusion criteria to 
the literature; and Phase Three for identifying and incorporating grey literature into the scoping 
review. A summary flowchart of the three phases of the search strategy is presented in Appendix 2 
which presents more detail such as: the names of databases used; number of searches within them, 
and number of potentially relevant papers. 
 
3.1.3.1: Phase One 
Phase One concerned identifying peer-reviewed academic papers, such as: empirical research 
articles, literature reviews including systematic reviews, conceptual and theoretical papers, and 
books. To obtain these, a search was conducted across 21 electronic databases and two websites. 
These databases and websites were selected because their subject areas were deemed relevant for 
this study, for example: social sciences, gerontology, psychiatry, or psychology. Keywords and 
phrases used to search within these databases and websites covered topics including: ADLs, 
dementia symptoms, physical difficulties and functionality, and ATs. Relevant empirical research 
articles that employed case study strategy to explore dementia and AT use were also of interest, so 
words linked to methods and methodologies were used. When searching, the asterisk (*) was used 
as a wildcard character to search for multiple endings of keywords. For example, ‘institution*’ was 
used to search for the words ‘institutionalisation’ and ‘institutionalised’. A comprehensive table of 
the keywords and phrases used to identify the relevant literature is in Appendix 2. Following 
standard practice in scoping reviews (Arksey and O'Malley, 2005), literature was also found through 
hand-searches of hard-copy journals in the King’s College London libraries, and using publication 
reference lists from key articles. Literature unobtainable in English was immediately excluded. In 
total, this literature search resulted in 683 potentially relevant peer-reviewed academic papers. 
 
3.1.3.2: Phase Two 
Phase Two of the search strategy concerned examining the 683 papers and applying four main 
exclusion criteria to reject irrelevant literature. The first exclusion criterion was to exclude papers 
concerning people who lived outside of Europe or Northern America, as cultural values and social 
care systems may vary considerably across different regions (Hayashi, 2013, Man-fuk Leung, 2000). 
However, it is acknowledged that social care services also vary across and within Northern American 
and European countries; this is even the case when the countries that make up the UK are 
considered as was highlighted in Chapter 2. Thus, the thematic findings from this scoping review 
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were carefully considered for whether the results would be meaningful for English dementia policies 
and population. The second criterion excluded papers that were clinical in nature, such as that 
relating to: healthcare, medical technologies, drug treatments, or using clinical research field-sites 
such as hospitals and hospices. This was because this study focused on community-based and care 
home locations, and the social care rather than medical or healthcare provided there. The third 
criterion for exclusion related to ADL disabilities for non-dementia populations such as cognitively-
healthy older adults, or people with other types of cognitive impairment. This enabled the scoping 
review to be focused on the population under investigation. However, it became apparent during 
the appraisal of papers that, for some relevant topics, there was no research focused on people with 
dementia. Thus, it was necessary to include some papers on physically-frail but cognitively-healthy 
older adult populations where appropriate. That, for some topics of interest, relevant research had 
not been conducted with participant populations with dementia was the main finding in the scoping 
review. The fourth and final exclusion criterion was to remove studies on ATs and other technologies 
not specific to ADL performance. Thus, studies on telecare and telehealth were excluded; 
descriptions of these technologies are in Chapter 4. 
 
3.1.3.3: Phase Three 
Phase Three of the search strategy included the identification of non-peer reviewed but relevant and 
informative grey literature. They included, for example: social care white papers and governmental 
reports; reports from stakeholders such as national charities; charity factsheets; and AT booklets. 
These were procured sporadically throughout this study via online and offline sources including: key 
government websites, conferences, materials from GP (General Practitioner) waiting rooms, AT 
catalogues in field-site care homes, or from colleagues. They were incorporated into the scoping 
review, where appropriate, to aid understanding and set the topics in policy and practice contexts 
(Anderson et al., 2008, Levac et al., 2010). 
 
3.1.3.4: Additional literature identified throughout this study 
In addition, short searches were sporadically conducted throughout the study to identify any 
recently published literature of relevance for this study. Thus, the scoping review chapters were 
living documents until thesis submission, and the final versions contained article references other 
than those identified through the three Phases described above. The critical appraisal presented 
below concerns the literature referenced in the final versions of the scoping review chapters in this 
thesis. They consisted of 301 peer-reviewed academic papers and 31 grey papers. Details of the 




3.1.4: The process of appraising relevant literature 
Each of the 332 academic or grey papers referenced in this scoping review was appraised for key 
information. This was input into a summary table identifying, where appropriate: the type of 
literature (for example, empirical research article, theoretical paper, charity factsheet, and so on); 
location of authors or where data were collected; the aim; the population of interest or who 
participated; the AT type under consideration; the design; key findings; and implications for this 
thesis including why it was referenced throughout the scoping review chapters (Chapters 3, 4, and 
5). The strength of evidence was also indicated in the design column of the table. That is, whether 
there was an experimental, quasi-experimental, or non-experimental design, and whether data 
analysis was cross-sectional or longitudinal. Whilst generally an assessment of the strength of 
research is not included in the remit of a scoping review (Arksey and O'Malley, 2005, Armstrong et 
al., 2011), it was felt useful to aid the critical appraisal of papers. Summary tables were used to 
enable logical recording of the details of each paper and to allow the scoping review to be shaped by 
a thematic framework, even though evidence was not to be synthesised in a systematic review 
(Arksey and O'Malley, 2005). There were 10 summary tables in total which covered the five broad 
topics outlined in section 3.1.1; for each topic there was one summary table for peer-reviewed 
academic papers and one summary table for grey papers. The first page of the first review table is 
presented in Appendix 2 to illustrate the content of the tables. The 10 review tables are not included 
in full in the Appendix as they span 90 pages; too many to enable hard-copy binding of this thesis. 
However, they are available on request from the author. 
 
The scoping review followed the ‘Arksey and O’Malley framework’ for collating and reporting the 
data and findings (Arksey and O'Malley, 2005, Levac et al., 2010). That is, first a numerical analysis of 
the nature of the referenced literature was conducted to identify the types of papers published 
within each topic of interest. Second, a qualitative, thematic analysis was conducted to understand 
the topics and to recognise gaps in knowledge. Identification of themes enabled exploration of the 
evidence without necessarily describing the design and findings of each research article in detail, as 
may occur in a systematic review (Armstrong et al., 2011). Rather, the thematic analysis identified 
implications for future research (Levac et al., 2010); thus, outcomes of this scoping review were the 




3.1.5: The numerical analysis findings 
The numerical analysis involved extracting raw frequency data from the 10 summary tables for 
multiple variables of interest. These variables were: the country of origin; the year of publication; 
and the focus of literature. Focus of literature included: the type of paper; the population; data; 
design; analysis; and whether literature reviews and conceptual papers had described the search 
strategy to identify relevant articles. For each variable, frequencies were counted and percentages 
were calculated. Percentages were rounded to the nearest whole number. The percentage summary 
tables are presented in Appendix 2, and raw data tables are available on request from the author. 
Overarching numerical summaries and discussions on the 332 referenced pieces of literature for 
each topic are presented below. 
 
3.1.5.1: Country of origin 
The countries or areas within which empirical research had been conducted, or from where authors 
were based, were noted. The USA, UK, and Canada made up the bulk of referenced literature, 
forming 39%, 27%, and 8% of the referenced peer-reviewed academic papers respectively. Together, 
these areas formed 74% of referenced literature. This was expected given that the search strategy 
excluded articles based on people living outside of Europe or Northern America, with the 
justification that social care systems vary considerably across different regions. Also, only literature 
that could be sourced in English was included, thus potentially excluding relevant publications in 
other languages. Arksey and O'Malley (2005) also advised that most electronic databases have a 
Western bias, particularly towards publications from the USA. This American focus is a limitation as 
knowledge cannot easily be generalised to the UK population, particularly when policy differences 
such as the Medicaid and Medicare programmes in the USA contributed to an article’s results. For 
example, it is unlikely that the cognitive and physical pathway to disablement of people with 
dementia differs between the UK and USA; yet as disability is also influenced by the person’s 
physical, cultural, and attitudinal environment (Nagi, 1965, Nagi, 1991), differences in overall 
disability ‘status’ between the two may indeed occur. However, the aim of the scoping review was to 
identify gaps in knowledge and understanding; a bias towards publications from the USA exemplifies 
the need for similar and greater research on individuals with dementia residing in England and in the 
UK. Concerning referenced grey literature, 87% were from the UK. This was expected given that 




3.1.5.2: Year of publication 
The year of publication was analysed. Of the 332 papers, 287 (86%) were published within the last 
20 years, from the year 1997 and onwards. All grey literature was included in this figure. The 45 
(14%) peer-reviewed academic papers published in 1996 or before were examined more closely, and 
notes on these are included in Appendix 2. On viewing results, much of the older referenced 
literature was included because it covered the theoretical basis for this thesis at the beginning of 
Chapter 3. This included: the biomedical approach to understanding disability in 1992, the Nagi 
disability model in 1965 and 1991 and the disablement process model from 1994, and some 
references for how cognitive and physical impairments and functional limitations impact upon the 
body. Older references from 1973 and 1982 for explaining environmental-press upon a person with 
disability were also included in topic 4 at the beginning of Chapter 5 on the institutionalisation of 
people with dementia. Older theoretical and conceptual literature was referenced because it is 
necessary to reference the original publication on a topic rather than relying on a later paper that 
refers to it, to ensure misinterpretation has not occurred (Jesson and Lacey, 2006). 
 
3.1.5.3: Focus of literature 
Approximately 91% of the referenced literature consisted of peer-reviewed academic papers, 
meaning approximately 9% were grey papers. Within the peer-reviewed academic papers, 60% were 
empirical research articles, 30% were theoretical or conceptual papers including literature reviews, 
and 10% were books or book chapters. Concerning the strength of literature, further analysis on the 
181 empirical research articles demonstrated that most (88%) were non-experimental and only 6 
had an experimental design. There were few randomised controlled trials or other studies with 
experimental design investigating relevant ATs. This could reflect the assumption demonstrated in 
the National Dementia Strategy (Department of Health, 2009) that ATs for ADLs are beneficial, or 
merely that experimental studies are difficult to conduct. Approximately 69% of empirical research 
articles used quantitative data only, 27% qualitative only, and 4% used a mix of both types of data. 
Data analysis of quantitative data was similarly split between cross-sectional and longitudinal 
designs. The largest number of newly-referenced qualitative articles occurred in topic 3 which 
corresponds to carers’ preferences, barriers, and facilitators towards AT use. This finding could be 
expected given that this topic explores opinions, attitudes, and experiences. 
 
Populations under investigation in the empirical research articles were mostly: people with 
dementia (22%); older adults experiencing physical disability but without dementia (23%); and 
informal carers of people with dementia (15%). A further 23% investigated combinations of different 
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populations, which included: caring dyads (the care-recipient and their informal carer), people with 
different types of dementia, and people with dementia compared to matches with no cognitive 
impairment. Some similarities were demonstrated in the conceptual papers category: 48% were on 
people with dementia and 18% concerned older adults with disability but without dementia. In 
addition, seven referenced papers focused on technologies rather than people, and these were all 
referenced in Chapter 4 on ATs for ADLs. People with disabilities of any age were more of a focus for 
the conceptual papers and books compared to the empirical research articles. Only 20% of the 
conceptual papers described their search strategy to identify relevant literature; which was 
surprising given that this category included systematic reviews. Few of any type of peer-reviewed 
academic paper investigated formal carers, health professionals, and social care staff; this is 
discussed as a gap in knowledge in Chapter 5. 
 
3.1.6: Presentation of the thematic findings throughout Chapters 3, 4, and 5 
The thematic analysis of this scoping review highlighted multiple key knowledge gaps: task specific 
difficulties people with dementia had when performing ADLs was unknown; no evidence on the ATs 
being used by people with dementia and their carers in community-settings; no data on how people 
with dementia begin to use ATs; where people obtained ATs including the role of formal services in 
accessing them was unknown; no information on how use of ATs was maintained; no evidence on 
informal carers’ perceptions of their role concerning ADL performance and AT use; no data on the 
role of ATs for ADLs towards relocation triggers and decisions concerning people with dementia; and 
no information on when and how ATs are used for ADLs in care homes for people with dementia 
including the extent to which they contribute to relationships between residents and carers.  
 
The presentation of thematic findings within the appraised literature was divided into Chapters 3, 4, 
and 5. Chapter 3 contains literature describing how ADL disability may occur in people with 
dementia using the disablement process model. It includes how human carers may provide 
assistance with ADL performance to people with dementia. In Chapter 4, the different ATs to assist 
performance of the ADLs under investigation are introduced. The discussion then concerns literature 
on carers’ perceptions, barriers, and facilitators to appropriate AT use. In Chapter 5, triggers for 
institutionalisation are identified, and literature on decision-making around relocation of care is 
discussed. Then, work aimed at understanding care home life not only for people with dementia, but 
for their families and care staff is presented. Table 1 below illustrates the flow of development from 
the broad topics of interest, to the key knowledge gaps identified in the scoping review, and on to 
the finalised research questions. 
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Table 1: The pathway from broad topic to research question, resulting from the scoping review 
Topic 
number 
Topic Key gap in knowledge 










1 The cognitive and 
physical difficulties 
experienced by people 
with dementia when 
performing ADLs. 
No task specific 





Chapter 3  
2 The types of ATs used 
by people with 
dementia and their 
informal and formal 
carers in community 
settings. 
No data on what ATs 
are actually being 
used in the 
community outside of 




Chapter 4  
3 Carers’ preferences, 
barriers, and 
facilitators to the use 
of ATs in community 
settings. 
No data on how 
people with dementia 
begin to use ATs, 
where they are 
obtained including the 
role of formal services, 
how use of ATs is 
maintained, and 
carers’ perceptions of 




4 The tipping point for 
the person with 
dementia to relocate 
to a care home, and 
how 
institutionalisation 
decisions are made. 




use among people 
with dementia, and no 









5 Identifying ATs used in 
care home settings, 
and contribution of 
their use to 
connections between 
residents, staff, and 
families. 
No evidence on which 
ATs are used in care 
homes, when they are 
used, and how they 
are used. No data on 






Table 1 also guides the reader to the thesis chapters within which the key gaps are discussed. To 
illustrate: it can be seen from Table 1 that the fourth topic concerned the institutionalisation of 
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people with dementia; the tipping points for such an event and decision-making concerning 
relocation. The thematic analysis identified that research on this topic could be divided into 
quantitative evidence identifying statistically predictive triggers for institutionalisation for people 
with dementia, and conceptual and qualitative evidence on decision-making for institutionalisation 
of people with dementia. It was further observed that within both of these two types of research 
design, evidence for the contribution of ADL disability to institutionalisation was mixed and the use 
of ATs was rarely acknowledged or investigated. Thus, research question 4 was finalised; all final 
research questions are presented in Chapter 1. It is then indicated in Table 1 that the gaps in 
knowledge identified for the fourth topic are presented in Chapter 5. 
 
The scoping review thematic analysis findings and discussion sections in each chapter are preceded 
by a section outlining the presentation of reviewed literature that follows. There is one presentation 
section for each of the five topics. In each of the presentation sections, justification is given for the 
inclusion of literature which was used to support the arguments. This ensures that a critical eye is 
turned onto why reviewed articles were selected and referenced. The first of these presentation 
sections is below and relates to the literature referenced in Chapter 3 for the first topic of interest. 
 
3.2: Presentation of reviewed literature for topic 1 
Sections 3.3 to 3.8 of Chapter 3 cover the scoping review of literature for the first topic: the 
cognitive and physical difficulties experienced by people with dementia when performing ADLs in 
the community. During the appraisal of literature for this topic, it was deemed necessary to outline a 
theoretical approach to understanding how ADL disability occurs for people with medical conditions. 
This is presented in section 3.3. As the disablement process model was chosen, papers discussing 
this were typically older, conceptual in nature, and from the USA. Papers referenced to support 
individual components of the model were chosen based on relevance and the strength of evidence 
as noted in the study design column of the summary tables which noted key information from each 
referenced paper. 
 
The theoretical approach to understanding disability sets the context for the discussion in section 3.4 
on the empirical evidence exploring how ADLs are affected among people with dementia specifically. 
Papers for this section, mostly empirical research articles, were chosen for their relevance to each of 
the ADLs under investigation, and their focus on people with dementia rather than on other 
populations. In sub-section 3.4.5, the key knowledge gap that was identified from the thematic 
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analysis of literature is discussed; that task specific difficulties people with dementia had when 
performing ADLs was largely unknown. That is, empirical and theoretical research that was reviewed 
to date had typically focused on broad terms for ADLs without identifying the individual actions with 
which people with dementia had difficulty. In addition, research concerning people with dementia 
also tended to focus on challenging behaviours rather than ADL performance. Thus, for some key 
points, it became necessary to reference research on non-cognitively impaired older adults in order 
to present evidence of ADL disability. The application of this evidence to populations with dementia 
may be queried, hence research question one for this study was designed. 
 
Following this, a modified model of the disablement process is referenced in section 3.5. This 
theoretical discussion again necessitated the inclusion of older papers, and those largely from the 
USA. Given that this also concerned the introduction of social care to support ADL performance, 
some relevant grey papers were also referenced to refer to the UK context. The conceptual overlap 
between the disablement process model and the person-centred care approach is then discussed in 
section 3.6. No empirical research and no conceptual or theoretical papers comparing their 
similarities and differences could be sourced. Instead, all references in this sub-section were 
conceptual papers on either the disablement process model or person-centred approach to 
dementia care. The content of these papers were analysed for areas of conceptual overlap. The 
discussion then turns to human assistance for ADLs in section 3.7, and 3.8 includes barriers that may 
occur for people with dementia and their carers when accessing formal care services. Although the 
key paper referenced for this discussion on barriers was based on secondary data analysis from 
Australia (Brodaty et al., 2005), it was used because it was the strongest of few relevant papers 
which concerned carers of people with dementia rather than other conditions. Therefore, it was the 
most relevant of all papers that had been reviewed, and was useful when designing interview 
questions and prompts for carer-participants in this study. 
 
3.3: The disablement process: a pathway from dementia pathology to ADL 
disability 
In this section, first brief explanations of the two major understandings of disability are given. These 
are the biomedical and socio-environmental perspectives. Both are criticised for failing to fully 
explain how disablement occurs among people with dementia, and particular, how the use of ATs fit 
in. The discussion continues with the introduction of the disablement process; a model which 
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straddles these two perspectives on disability. The disablement process model is examined in 
relation to dementia. 
 
As indicated in Chapter 2, a person diagnosed with any type of dementia is categorised into a mild, 
moderate, or severe stage of the syndrome. This is a biomedical approach to dementia as it focuses 
entirely on the internal bodily processes within a person that affects ADL performance (Innes, 2009). 
Dementia is progressive, meaning that cognitive and physical impairments will become more 
pronounced; therefore, so too will performance of ADLs become more affected over time (Davies et 
al., 2009). In the biomedical view, disability is perceived as a gap between the person’s ability to 
perform the required actions and the demands of the particular activity (Brandt Jr and Pope, 1997). 
For example, a person with dementia performed a transferring movement from sitting in their 
armchair to standing upright. He or she stood up unsafely, fell, and sustained a serious injury. 
Following this incident, he or she was continually monitored by his or her carers and instructed not 
to stand when alone. The carers perceived the problem to have been the person’s poor immobility; 
so the blame for the injury was attributed to the person with dementia’s body. Yet, this biomedical 
approach has been criticised by proponents of a social model of disability for attributing all poor ADL 
performance to the pathology of the syndrome known as dementia, and ignoring the influence of 
the environment (Bond, 1992, Thomas, 2007). 
 
The socio-environmental model posits that disability is not only caused by the body’s inability to 
perform an action, but that it is largely influenced by the physical, architectural, socio-cultural, 
financial, and attitudinal environment in which the person is situated (Downs, 2000, Gannon and 
Nolan, 2007, Scherer et al., 2007, Thomas, 2007). As such, the disability a person experiences 
depends to a large extent on a supportive or unsupportive environment (Thomas, 2007). Using the 
same transferring example as above, instead of blaming the bodily abilities of the person, the carers 
attributed the fall to an unsafe and unsuitable environment, such as an unsupportive armchair.  
 
Both the biomedical and socio-environmental frameworks of disability promote the use of ATs to 
assist a person to perform the actions needed to complete an activity (Thomas, 2007). For example, 
the person with dementia who stood up and fell may have benefitted from the use of a walking 
frame and elevated armchair feet to help them to stand safely. While the biomedical model would 
perceive the ATs as enhancing the physical capabilities of the person with dementia, the socio-
environmental perspective would consider the devices as altering the environment to become more 
suitable. On a practical level the devices were still used; the difference was only the theoretical lens 
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through which the observer viewed and interpreted the use of ATs. Indeed, researchers agree that 
the use of ATs may both expand the capabilities of a person’s body (as in the biomedical view), and 
act to reduce environmental demands (as in the socio-environmental perspective) (Agree and 
Freedman, 2003). Therefore, the process of becoming disabled and consequent use of ATs for ADLs 
may best be understood using a socio-medical model of disability that merges the biomedical and 
socio-environmental perspectives (Allen et al., 2001). 
 
The disablement process developed by Nagi (1965, 1991) is such a socio-medical model. It proposes 
ADL disability to be caused both by the body’s inability to perform certain actions and by 
environmental limitations. Nagi’s model illustrates how pathology, such as dementia, affects a 
person’s body through a progressive pathway from initial cognitive and physical impairments, to 
functional limitations, and on to poor performance of ADL tasks (termed disability). It also recognises 
contextual factors; that is, that the environment combines with functional limitations to help or 
hinder ADL performance and thus lead to disability. An illustration of the disablement process 
pathway with dementia-related examples is presented below in Figure 1 (Nagi, 1965). 
 
According to the disablement process model shown in Figure 1, the cellular changes and pathological 
state of dementia lead to abnormalities in bodily systems. These are called cognitive and physical 
impairments. The cognitive processes that dementia can impair include: long-term memory, working 
memory (short-term storage of task-specific information), executive functioning (the ability to plan 
and implement a sequence of physical actions), inhibitory control (the ability to suppress irrelevant 
behaviour), and verbal fluency (Johns et al., 2009, Mihailidis et al., 2004b, Wherton and Monk, 
2008). Physical impairments include: poor balance, muscle weakness, tremors, and apraxia (whereby 
the person cannot put the right muscle movements together to perform the task even when the 
command is heard and understood) (Robinson and Fisher, 1999, van Hoof and Kort, 2009, Verbrugge 
and Jette, 1994). The brain may also misinterpret signals from the body, reducing nerve reaction 
times and causing sensory impairments in visuo-spatial, auditory, and olfactory domains (Behrman 




































































































































































































































































































































































































































































































































































































































The disablement process model proposes that the cognitive and physical impairments described 
above lead to functional limitations: the inability to perform appropriate actions at whole body level 
(Lawrence and Jette, 1996). These again are categorised into cognitive and physical domains. 
Cognitive functional limitations include poor verbal communication, inability to learn new tasks, 
difficulty recalling a word list, and being disoriented to time and place (Barberger-Gateau et al., 
2002, Belleville et al., 2007). Physical functional limitations may be perceived under the terms 
‘immobility’ or ‘poor mobility’ and include: reduced walking speed, impaired balance, reduced grip 
strength, and pain on movement (Baloh et al., 1995, Buchman et al., 2007, Rosano et al., 2005). 
Reduced satiety and damaged swallow reflex are also observed (Camicioli et al., 1999). These 
cognitive and physical functional limitations will be illustrated using the transferring example 
presented earlier. First, the person with dementia displayed a cognitive functional limitation because 
he or she forgot where to place their hands on the armchair to push sturdily; poor memory alone 
would be considered a cognitive impairment, whereas forgetting where to place the hands on the 
armchair transforms it into a functional limitation. Second, physical functional limitation was 
exhibited when his or her brain missed important bodily cues about the balance of their pelvis and 
placement of their legs. The combination of these cognitive and physical functional limitations led 
the person with dementia to over-estimate the force of movement required to stand safely.  
 
Further, the disablement process model considers functional limitations to be generic tasks or 
actions leading to disability only when those actions are undertaken together to perform a socially-
defined activity, such as an ADL (Jette, 2009). This relates to the final box in the pathway of 
disablement illustrated in Figure 1, which highlights ADLs as one of many types of socially-influenced 
activities. The model posits that a person may have poor performance in some of the actions 
required to complete an ADL, but it is only in combination with certain physical, social, and 
attitudinal contexts that disability truly occurs. Therefore, the environment has a significant enabling 
or disabling effect on the completion of each activity. Continuing the transferring example, the 
person with dementia performed the transfer task in the living room of their care home, where all 
armchairs were standard models and not ergonomically fitted to his or her needs. The armchair was 
low to the ground, with slippery hand rests, and a soft base and back; all of which contributed to an 
unsupported starting position and poor grip. In a different room, with a different armchair, the 
person may not have fallen, even if they were as unsteady when standing up from sitting. Thus, 
according to the disablement process, both the person’s bodily (cognitive and physical) processes 




It is important to understand the extent to which bodily and environmental processes individually 
and in combination contribute to poor ADL performance to determine how best to provide 
appropriate dementia care services. For example, consider the ADL of washing hands after 
evacuating the bowels. Washing hands is important in order to maintain hygiene and prevent cross-
contamination of harmful bacteria to others (Ziady and Small, 2005). Potential task errors caused by 
impaired cognition relate either to: failure to perform a step (for example, the person could forget to 
use soap), or performing a step inaccurately (such as using too-cold water) (Beck et al., 1993, 
Bennett et al., 2002, Vitaliano et al., 1986). A cognitively-healthy individual can recognise when, 
how, and why they have made a task error, and are able to take actions to correct themselves 
(Giovannetti et al., 2008). People with dementia, however, eventually become unable to recognise, 
react to, and correct their mistakes (Roy et al., 2011). The person’s physical functional limitations 
may also contribute to poor performance of hand-washing activity. For example, they may be unable 
to mobilise safely to the sink or be strong enough turn the taps on. Finally, the person’s environment 
could contribute to poor task performance. For example, the sink could be too high or too low for 
the person, or it could be the same colour as its surrounding walls and be unnoticeable to the person 
with dementia. By understanding the precise difficulties each individual with dementia has when 
undertaking each specific task, carers can appreciate the person’s remaining capabilities. This will 
enable them to assist only with those actions, only when necessary. This encourages dignity, 
prevents over-caring, and promotes person-centred dementia care (Department of Health, 2009). 
 
3.4: Decline of ADL performance among people with dementia 
Also important to the design and provision of quality care is an understanding of the degradation of 
ADL performance among people with dementia specifically, compared to others with ADL disability 
who do not have dementia. The disablement process model has been demonstrated to apply to 
dementia-related disability (Barberger-Gateau et al., 2002). Overall, once immobility and poor 
transferring movements are present, both people with and without dementia display a predictable 
order of difficulties with the socially-defined activities. First to be affected are the complex IADLs 
such as: managing money, shopping, and preparing food. Then, over time, the more basic ADLs 
become impaired (Kingston et al., 2012). Research has further demonstrated a distinct pattern of 
decline amongst these ADLs (Gillette-Guyonnet et al., 2011, Gillioz et al., 2009, Lechowski et al., 
2010). Often, the first activities to be affected are washing and hygiene, followed by grooming and 
dressing, and then toileting and continence. Feeding and eating are the last activities to be affected. 
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The pattern of decline also loosely links to the stages of the syndrome; difficulties become more 
apparent as people progress from mild to moderate to severe dementia (Hughes et al., 1982).  
 
People with dementia have been shown to experience decline in ADL performance significantly 
sooner than their cognitively-healthy counterparts owing to the addition of cognitive impairments 
(Mihailidis et al., 2004a, Mihailidis and Fernie, 2002). To illustrate, a cognitively-healthy older adult 
may become physically frail and have difficulty holding cutlery, but is unlikely to additionally forget 
how to use a spoon and how to swallow food, as may happen to a person with dementia. Therefore, 
there are greater circumstances by which ADL performance could be impaired among people with 
dementia. Empirical evidence concerning how performance of each ADL may be impaired for people 
with dementia as a result of bodily or environmental factors is presented in the sub-sections below. 
 
3.4.1: Bathing and washing 
Washing is an important self-care activity for maintaining good health, hygiene, and appearance. 
Most research on washing and bathing ADLs among people with dementia has focused on 
interventions to reduce challenging behaviours such as agitation and verbal or physical aggression 
(Dunn et al., 2002, Namazi and Johnson, 1996, Sloane et al., 1995). People with dementia may 
display these behaviours because they may be frightened and anxious about, for example, deep 
water, showerhead noise, water temperature, and the possibility of being locked in the bathroom 
(Alzheimer's Society, 2013g, Reisberg et al., 1985). Their concerns may relate as much to the 
person’s environment as to the cognitive and physical functional limitations resulting from the 
dementia pathology. 
 
Research describing how and why bathing, showering, and washing activities may be difficult for 
people with dementia is limited. That is, no evidence was found in the scoping review to explain the 
contributions of cognitive, physical, and environmental factors on the performance of washing, 
bathing, and showering activities. Yet, these three factors may contribute individually and in 
combination to this specific ADL disability. For example, to bathe alone without human or 
technological assistance requires an understanding of how to use taps and perceive an appropriate 
water level and temperature. It requires being mobile enough to step into the bath safely and being 
flexible enough to wash the body fully. It necessitates an understanding of how to use soap, 
shampoo, a flannel, and other accessories. It requires strength to lift the body, and balance to step 
out of the bath safely without slipping. It means remembering not to stay in the bath until the water 
is cold, how to clean and dry all body parts, and how to empty the tub of water when finished. This 
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example shows that for a ‘simple’ and ‘basic’ activity such as bathing there are multiple sub-tasks 
that require a great deal of cognitive and physical capacity to plan actions and interact with an 
appropriate and supportive environment. To date, no research articles have examined such bathing 
steps in detail in relation to people with dementia. 
 
3.4.2: Grooming and dressing 
The ADLs that may fall under the umbrella term of grooming include: combing and styling hair; oral 
care; shaving; blowing one’s nose; putting on make-up; and fingernail and toenail care including 
clipping and varnishing. To date, no research has investigated these grooming ADLs in relation to 
people with dementia. Although people with dementia are likely to eventually become impaired in 
relation to these tasks (Beck et al., 1993), the research evidence as to how the person with 
dementia’s cognitive and physical functional limitations affects such tasks is sparse. Such activities 
are likely to be affected by the person with dementia’s poor planning and sequencing, dexterity, 
hand-eye co-ordination, and flexibility. There has been some focus in the literature on the difficulties 
people with dementia have with dental hygiene. However, research has once again focused less on 
explaining the cognitive, physical, and environmental causes of task disability, but rather only 
addressed the reduction of challenging behaviours displayed by people with dementia when 
receiving dental care (Jablonski et al., 2011). Such behaviours include clamping the mouth together, 
turning the head away, hitting, and kicking (Chalmers et al., 1996). It has been suggested that many 
of these behaviours are triggered by the carer attempting to conduct the activity improperly 
(Coleman and Watson, 2006). For example, a carer may attempt to insert the toothbrush into the 
person’s mouth without warning them or determining whether he or she would like to attempt to 
brush his or her own teeth. Good oral hygiene is important to reduce potential pain and encourage 
the intake of food and fluid. There is a need for more research on the difficulties experienced by 
people with dementia when performing grooming tasks. 
 
Dressing has received greater attention in the dementia literature. Dressing requires both cognitive 
and physical capabilities to complete. Problems with cognitive processes of perception, attention, 
initiation, memory, and judgment can all lead to difficulties dressing when selecting clothes, 
remembering the correct dressing order, and putting on items (Beck, 1988, Feyereisen, 1999). Beck 
(1988) and Feyereisen (1999) also indicated that operating fastenings can become difficult for 
people with dementia, but did not specify whether fastening errors were due to cognitive or physical 
functional limitations. Mann et al. (2005) explored dressing difficulty in interviews with 1,101 non-
cognitively impaired but frail older adults. The authors demonstrated there were many intricate 
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aspects of dressing activity, such as whether people experienced problems dressing their upper or 
lower extremities, or struggled with buttons but not zips. Being aware that people with dementia 
have ‘difficulty dressing’ is not sufficient for developing appropriate care interventions and for 
providing relevant ATs. More detailed research is required on grooming and dressing ADLs 
performed by people with dementia. 
 
3.4.3: Toileting and continence 
More research attention has been given to toileting and continence activities among people with 
dementia. Toileting is a person’s ability to evacuate their bladder and bowels in a socially-accepted 
location: the toilet. This includes correct use of the toilet. Continence is a person’s ability to control 
their bladder and bowels, again until they can evacuate in an appropriate place. Incontinence refers 
both to inability to control bodily functions resulting in involuntary leakage of urine or faeces 
(Hägglund, 2010), or evacuation in an incorrect location such as in the person’s clothes (International 
Longevity Centre-UK, 2013). Also of concern for older adults, including those with dementia, is 
constipation. Constipation may be defined as a reduction in the frequency of bowel movements 
accompanied by symptoms such as hard (‘impacted’) stools, straining, or feeling that the bowels are 
not completely evacuated (International Longevity Centre-UK, 2013, Talley et al., 2003). 
 
Poor toileting behaviours, incontinence, and constipation may be affected by cognitive and physical 
functional limitations as well as the person’s environment. Cognitive impairments can produce 
deficits in the ability to: sense the need to void the bladder or bowels (Barrett, 1993, Bravo, 2004); 
plan the actions needed to get to a toilet; locate and understand how to use the toilet (Coppola et 
al., 2002); evacuate in an appropriate place; and for males to locate and direct the penis correctly 
(Drennan et al., 2011). Physical causes include immobility (Bignell and Getliffe, 2001, Duffy, 1987) 
and pain or other consequences of co-morbidities such as UTIs, prostate issues, or medication 
(Alzheimer's Society, 2013e, Ouslander, 2000). Furthermore, difficulties with other ADLs can affect 
toileting; for example, problems undressing can contribute to soiling accidents (Leslie, 2005), and 
poor eating habits such as a decrease in fluid or fibre in the person’s diet can cause constipation. 
Again, research suggests that the design of the person’s environment contributes to all of these 
difficulties (Leslie, 2005). For example, a closed bathroom door blocked the toilet from a person with 
dementia’s view, thus causing him or her to evacuate in an inappropriate location because they 




Managing toileting and continence is important because urine and faeces are caustic to skin and 
cause skin breaks and ulcers, especially common among people immobile in later-life (Watson, 
2003). Skin integrity may also be compromised if cognitive and physical impairments prevent a 
person’s ability to interpret numbness when in one position for a long time, or to perform the small 
movements needed to prevent pressure sores (Watson, 2003). The pain and potential infections 
from such outcomes can be life-threatening. Skin breakdown caused by immobility and incontinence 
affects well-being, and increases likelihood of institutionalisation (O'Donnell et al., 1992). 
 
Incontinence is perceived as a stigmatising and embarrassing condition because it suggests that the 
person lacks control over their body. Being incontinent may a lead a person to withdraw from social 
activity, thus trapping them in their home (Twigg, 2000). It may also damage the relationship 
between the person and their informal carer, as it signals further reliance (Brittain and Shaw, 2007). 
Drennan et al. (2011) interviewed 32 informal carers to investigate their strategies for managing 
incontinence. At first, carers were resistant to contacting formal services, to preserve their relative’s 
sense of dignity. Their initial strategies typically consisted of verbal prompts to go to the toilet, but 
this sometimes led to arguments. The carers then tried physically helping their relative with 
dementia go to the toilet, which resulted in embarrassment for both parties (Drennan et al., 2011). 
 
3.4.4: Feeding and eating 
Research has also given much attention to the feeding and eating activities of people with dementia. 
Feeding is the specific ability to get food into the mouth. Eating also includes a person’s ability to: 
detect the presence of food, move it from plate to mouth (feeding), chew, and swallow (Chang and 
Roberts, 2008, Siebens et al., 1986). Cognitively, as people age their brains experience stronger 
satiety signals than before, leading to a reduction in appetite (Donini et al., 2003). Eating also 
becomes impaired in people with dementia because they may forget that they should eat, become 
unable to prepare food (an IADL), become distracted when eating, and be unable to co-ordinate 
cutlery (Amella et al., 2008, Barratt, 2004, Griffin, 1995). They may also display resistive behaviours 
when being assisted to eat such as clamping the lips together, turning the head, and spitting out 
food (Amella, 2002, Aselage and Amella, 2010). 
 
Physically, the ageing process produces changes in the mouth that impair chewing such as tooth 
loss, shrinking gums, reduced saliva, and decreased jaw strength (Barratt, 2004). Pain from tooth 
loss and shifting teeth can negatively impact on eating behaviour (Chai et al., 2006). Feeding and 
eating difficulties for people with physical impairments of the arms and hands can include: 
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maintaining stability of a plate or bowl; cutting up food and getting it onto cutlery from the plate; 
and poor grip of cutlery and mugs. Sensory impairments may lead to burns. More dangerous are the 
possibilities of dysphagia, which is the inability to effectively and safely swallow (Hargreaves, 2008), 
and choking on aspirated food (Finucane et al., 1999). Homer et al. (1994) estimated there to be 
some level of dysphagia in 45% of people with dementia living in care homes. Swallowing requires 
input from neurological functions, but nerve damage from dementia can affect the detection of food 
in the mouth, and related motor damage affects airway closure (Easterling and Robbins, 2008). 
Aspirated food particles that fall into the trachea can become lodged in the lungs and cause irritation 
and localized swelling; the swelling encourages pneumonia and other pulmonary infections (Griffin, 
1995, Langmore et al., 2002). A pureed diet and thickened fluids may prevent these conditions, but 
lack physical appeal (Griffin, 1995). 
 
The way others, such as carers, interpret the eating behaviour of a person with dementia is also 
important. Thus, once again the environment is critical. For example, a person looking at their food 
but not eating may be perceived by others as not hungry and the food taken away; in actual fact the 
person may be agitated by noise in their environment or unable to detect the food in front of them 
(Griffin, 1995). Difficulties with eating could lead the person to become malnourished (Donini et al., 
2003, Berkhout et al., 1998, Dornaer, 2005). Indeed, historically some care home residents with 
dementia had dangerously low Body Mass Index (BMI) (ratio of their weight to their height) (Barratt, 
2004). Other consequences of reduced food intake include dehydration, skin breakdown, 
hypothermia, osteoporosis, low immunity, delayed healing, and premature mortality (Amella et al., 
2008, Aselage, 2010, Department of Health, 1992, Durnbaugh et al., 1996). One recommendation for 
people with dementia at risk of these conditions is a change to a high calorie diet, for example using 
full-fat milk and extra sugar to enhance flavours to encourage eating (Barratt, 2004). This is also 
because as a person ages their sense of sweet tastes become impaired to a lesser degree than sour, 
salt, and bitter tastes (Donini et al., 2003). Highly spicy or sweet foods can also be preferred due to a 
diminished sense of smell (Easterling and Robbins, 2008). The prevention of malnutrition and 
dehydration as a consequence of feeding and eating disability are particularly important, because 
they in turn can lead to: further impairments at cellular level; more functional limitations at the 
whole body system; and consequently further disability (Barberger-Gateau et al., 2002).  
 
3.4.5: Previous research ignores specific task difficulties within ADLs 
It became apparent when analysing the evidence presented above that it remains unclear which 
specific tasks that form each ADL are affected among people with dementia, and why. For example, 
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Gillioz et al. (2009), in their study of the pattern of ADL decline among people with dementia, listed 
‘personal hygiene’ as an ADL. Yet this broad category can include a range of activities such as hand-
washing, face-washing, showering, bathing, brushing teeth, blowing one’s nose, cutting nails, and 
combing hair. Furthermore, within each of these activities there are specific tasks that must each be 
performed for successful completion. For example, to brush his or her hair a person must: locate the 
brush, pick it up, lift it to the head, comb it through the hair, understand when the task is finished, 
and return the brush to its place. Hair-brushing thus requires both cognitive and physical functions: 
for example, understanding the hair needs combing and range-of-motion in the shoulder to pick up 
the brush. These physical and cognitive actions are different from those required to shower, an ADL 
that could also come under the umbrella term of ‘personal hygiene’. The person may be able to 
perform some of these cognitive and physical tasks alone, but require assistance with others. 
Similarly, an individual may be able to perform one ‘personal hygiene’ activity wholly alone, but still 
require assistance with others. 
 
Therefore, research articles that state that ‘people with dementia have problems with personal 
hygiene’ lack specificity with respect to ADL task, and provide a limited evidence base for making 
recommendations for appropriate human assistance (Vellas et al., 2005), relevant AT use, and 
formulating suitable policies. Thus, in this study, informal and formal carers’ perceptions of the 
cognitive, physical, and environmental specificities of task difficulty within ADL performance for a 
person with dementia they knew were explored. Then, accounts of how humans and ATs provided 
assistance with the specific tasks within ADLs were captured; these are two coping strategies that 
may alleviate ADL disability, and were introduced in a modified version of the Nagi scheme 
presented below. 
 
3.5: Moderating factors of the disablement process: carers and technologies 
In this section, amendments that were made to the disablement process model are introduced. 
These amendments describe the moderating factors that may affect the rate at which the 
disablement process occurs within a person. Two of these factors, human carers and ATs, form the 
focus of this thesis. 
 
Figure 2 below illustrates the modified disablement process model developed by Verbrugge and 
Jette (1994). They recognised that the pathway from disease pathology to ADL disability does not 
occur in a social vacuum, and acknowledged the contribution of biological, behavioural, 
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psychological, social, and environmental factors to the complexities of disablement. Verbrugge and 
Jette (1994) grouped these factors into: risk, extra-individual, and intra-individual components. It can 
be seen in Figure 2 that these components moderate the severity and speed of the disablement 
pathway. Risk factors include biological and behavioural characteristics; therefore the presence of 
chronic conditions or harmful behaviours in addition to dementia may contribute to accelerated 
disablement. For example, the cognitive impairment of decreased attention can occur as a symptom 
of dementia, of depression, or due to vitamin deficiency caused by poor eating behaviour 
(Alzheimer's Society, 2013a, Dierckx et al., 2007). Thus, when dementia, depression, and vitamin 
deficiency occur as co-morbidities (Donini et al., 2003), impaired attention can be experienced more 
acutely or quickly than each condition alone, according to the model (Verbrugge and Jette, 1994). 
Further, when co-morbidities are treated, some eating disability among people with dementia can 
be reduced (Slaughter et al., 2011). This further illustrates that, despite presented as a pathway, the 
components of the model do not necessarily occur in rigid linear fashion but are somewhat flexible 
and inter-woven. 
 
The modified disablement process model also demonstrates how intra-individual and extra-
individual factors can affect disability (Verbrugge and Jette, 1994). These factors either increase the 
person’s ability to perform the necessary actions, or reduce the demands of the activity on the 
person. Intra-individual factors, shown at the bottom of Figure 2, are those internal to the person 
and include their psychological attributes and behaviours. For example, a good diet and smoking 
cessation may help to delay further cognitive and physical functional limitations in a person with 
vascular dementia. A person’s exercise behaviour may slow the disablement process by increasing or 
retaining their muscle strength and flexibility (reducing physical impairments) and preserving 
mobility and balance (preventing functional limitations). This then reduces the influence of a 






THE MAIN PATHWAY 
EXTRA-INDIVIDUAL FACTORS 
MEDICAL CARE & REHABILITATION 
(surgery, physical therapy, speech therapy, counselling, 
health education, job retraining, etc.) 
 
MEDICATIONS & OTHER THERAPEUTIC REGIMENS 
(drugs, recreational therapy/aquatic exercise, 
biofeedback/meditation, rest/energy, conservation, etc.) 
 
EXTERNAL SUPPORTS 
(personal assistance, special equipment and devices, 
standby assistance/supervision, day care, respite care, 
meals-on-wheels, etc.) 
 
BUILT, PHYSICAL & SOCIAL ENVIRONMENT 
(structural modifications at job/home, access to buildings 
and to public transportation, improvement of air quality, 
reduction of noise and glare, health insurance & access to 

























































LIFESTYLE & BEHAVIOUR CHANGES 
(overt changes to alter disease activity and impact) 
 
PSYCHOSOCIAL ATTRIBUTES & COPING 
(positive affect, emotional vigour, prayer, locus of 
control, cognitive adaptation to one’s situation, 
confidant, peer support groups, etc.) 
 
ACTIVITY ACCOMMODATIONS 
(changes in kinds of activities, procedures for doing 
them, frequency or length of time doing them) 
Figure 2: Additional 
moderating variables to the 
disablement process model 




Extra-individual factors, shown at the top of Figure 2, refer to environmental factors (Jette, 2006). 
These include, for example, the introduction of medication to delay progression of dementia 
symptoms, and environmental modifications to ease the demand of the task. Environmental 
modifications are closely related to ATs and can reduce ADL disability (Fox, 1995, Gitlin et al., 1999). 
Examples include the installation of ramps and grab-rails in a person’s house, or changing the colour 
of objects to aid visual contrast. Also shown under the ‘external supports’ section of the extra-
individual factors, highlighted in Figure 2, are the presence of human and technological supports. 
These two types of assistance are the main focus of this study. Human (carers) and technological 
(ATs) assistance with daily activities are defined as ‘social care’, as ADL disability is considered a non-
medical problem (Age UK, 2012b) even if the difficulty is partly determined by a physical health 
condition like dementia. Care considered clinical or medical in nature falls under healthcare policy in 
England (Comas-Herrera et al., 2007). The exception among ADLs is incontinence, which is 
considered a healthcare issue so advice and related ATs are provided by District Nursing services. 
Boundaries are also blurred when considering NHS-funded Occupational Therapy services; the aim 
of which are to improve functioning and ultimately ADL performance, and may include the provision 
of ATs. Nevertheless, the disablement process model is useful for understanding and planning 
dementia care for ADL disability, as it reflects and supports the person-centred approach to health 
and social care services which was introduced in Chapter 2. Three domains within which the two 
conceptually overlap, and one way in which they do not, are presented below. 
 
3.6: Conceptual overlap between the disablement process model and the person-
centred care approach 
The overlap between the disablement process model and the person-centred approach to care 
occurs in three domains. First, they both acknowledge the importance of bodily and environmental 
factors in creating or alleviating disability. Second, they both champion the perspective of the 
individual and their participation in decision-making. Third, they both appreciate the importance of 
communication; in the disablement process model the communication between the body and the 
environment, and in person-centred care the importance of appropriate carer communication. 
However, the two do not overlap in one area; person-centred care posits that the focus should be 
only on the person’s abilities whereas the disablement process model cannot be used to inform 
appropriate care without acknowledging the difficulties and disabilities they experience. These four 




The first conceptual overlap is that both highlight the importance of the environment in creating and 
identifying disability (disablement process model) and recognising and alleviating it (person-centred 
approach to dementia care). That is, both do not deny that a pathological bodily state serves as the 
root cause of ADL disability (Innes, 2009, Kitwood, 1997a, Verbrugge and Jette, 1994). Yet, both 
highlight the importance of understanding the person’s environment, social world, psychological 
characteristics, and life course as shaping the disability experienced (Kitwood, 1997c, Verbrugge and 
Jette, 1994). Placing as much importance on the environment as on dementia symptoms represents 
a holistic view which is important for providing suitable ADL assistance (Innes and Manthorpe, 2012, 
Wilberforce et al., 2016b). For example, the disablement process model recognises that the social 
environment created by carers’ negative attitudes may contribute to the disability experienced; 
person-centred care could tackle these attitudes to produce a nurturing and supportive environment 
(Kitwood, 1997a). This would ultimately aim to enhance cognitive and physical functioning and 
reduce disability (Manthorpe and Samsi, 2016).  
 
The second overlap between concepts within the disablement process model and person-centred 
care relates to ensuring that the perspectives of the individual are taken into account. Nagi (1991) 
stressed that disability is relative, which includes how it is perceived by the individual experiencing 
functional difficulties. That is, whether the person themselves feels that he or she is disabled when 
performing the socially-defined ADLs. This reflects the person-centred approach to dementia care, 
which champions the person’s unique interpretation and experience of illness or disability (Kitwood, 
1997a). As the person’s subjective experience is taken as reality (Brooker, 2003), the person with 
dementia should be engaged in decision-making for care plans as much as possible (Wilberforce et 
al., 2016a). This can result in tailored and flexible care services which are responsive to the person’s 
preferences as well as their needs (Wilberforce et al., 2016a, Wilberforce et al., 2016b). 
Furthermore, the extra-individual factors (carers and ATs) noted in the disablement process model 
may actually exacerbate difficulties if they are applied in a non-person-centred way that goes against 
the person with dementia’s wishes (Barberger-Gateau et al., 2002). 
 
The third conceptual overlap between the disablement process model and person-centred approach 
to dementia care concerns the role of communication. In the disablement process model, Nagi 
(1991) stressed that the ‘problem’ of disability lies in the communication between the body with 
dementia and its surroundings. Similarly, Kitwood (1995) suggested that rather than seeing the 
person with dementia as the ‘problem’ and carers as without problems, disability is interpersonal 
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and occurs due to lack of communication between them (Brooker, 2003). In both approaches, an 
improvement in communication may improve the lives of people with dementia and carers. 
 
One conceptual domain within which the disablement process model and person-centred care 
approach may not overlap is their focus on disabilities and abilities respectively. That is, person-
centred care should focus on the person’s abilities rather than what has been lost because of the 
dementia (Kitwood, 1997a). This approach preserves the identity of the individual. However, on a 
practical basis, creating an appropriate care plan necessitates open acknowledgement of the 
person’s disabilities and difficulties. Thus, the disablement process model can be useful. Without 
identifying disabilities, there is a risk of unsuitable ADL assistance through either over-assistance or 
under-assistance. As was described in the introduction to this chapter, human assistance from carers 
is presented below and technological assistance is given attention in Chapter 4. 
 
3.7: Human assistance with ADLs: informal carers 
In this and the following section, the human assistance that can be provided to people with 
dementia for ADLs by carers is outlined. There are two types of carers: ‘informal’ (usually an unpaid 
and untrained family member) and ‘formal’ (paid, trained and whose assistance to the care-recipient 
is regulated by a written care plan and under virtue of a contract) (Jarrott et al., 2005, UK 
Parliament, 2014). The barriers that people with dementia and their family members may face when 
accessing formal social care services are then discussed. 
 
Once a person is no longer able to perform ADLs alone, they are viewed by others as in need of 
(usually human) assistance (Molin et al., 2007). Humans assist people with dementia to conduct 
ADLs in multiple ways. They provide supervision and assistance for ADLs via: verbal prompting 
(reminding or advising the person what to do next), physical guidance (drawing attention to a part of 
the person’s body), stimulus control (altering the environment to be more enabling), and gesturing 
and modelling actions (imitation of the intended action) (Beck et al., 1993). To illustrate, a carer may 
assist a person with dementia to brush their teeth using: verbal instructions to pick up their 
toothbrush; physical assistance by squeezing the toothpaste on to the brush; changing the 
toothbrush to a more eye-catching location to enhance visibility; or gesturing by miming a brushing 
action so the person with dementia can remember what to do or copy their movements. Using these 
techniques, human carers can compensate for the functional limitations and disabling environment 




For all older adults who require assistance, Cantor’s (1975) hierarchical-compensatory model 
suggests that the closest individual to the person in need is likely to volunteer their time to help the 
individual complete ADLs. They then become the ‘informal carer’ (Kingston et al., 2012). Indeed for 
the two-thirds of all people with dementia who live in the community, it has been estimated that 
53% receive help from informal carers alone and only 34% from a combination of informal and 
formal carers (Knapp and Prince, 2007). As in the general frail older population, research has 
demonstrated that informal carers of people with dementia are either the spouse or adult child of 
the care-recipient, and usually the female members of the family (Hirst, 2005, Ferrara et al., 2008). 
Further, research evidence has found most informal carers of older adults are aged 45-64 years old, 
indicating that adult children are often fulfilling these roles (Pickard, 2003). 
 
An informal carer may need to dedicate more hours than are in a typical working day to ensure their 
relative’s well-being (Wimo et al., 2002). Many of the ADLs are clustered around morning or evening 
routines, for example: transferring into or out of bed, toileting, washing or bathing, dental care, hair 
grooming, and dressing. Other mealtimes and toileting needs are interspersed throughout the day. 
Assistance with mobility may be required constantly. Additionally, informal carers of people with 
dementia can spend up to 50% of the day on surveillance to monitor their safety (Wimo et al., 2002). 
Under such circumstances, full-time employment for informal carers becomes difficult (Ferrara et al., 
2008). In particular, people with dementia may need between five and 20 years of care and the role 
can be physically and emotionally demanding for informal carers, leading to stress and ill-health 
(Sarafino, 2006). It can be particularly stressful for informal carers of people with dementia, as 
feedback from care-recipients may be sparse (Lévesque et al., 1999, Stuart-Hamilton, 2006). The 
physical, mental, emotional, and time demands on the informal carer may contribute to a decision 
to move the person with dementia to a full-time care institution such as a care home. Furthermore, 
co-resident carers typically provide more hours of care than those who do not live with the care-
recipient (Hirst, 2005). When a person with dementia lives alone they are more likely to go from 
living in the community to a care home in comparison to those who live with someone else (Brodaty 
et al., 2000). Who makes such a relocation decision and how this is made are discussed in Chapter 5. 
This type of relocation will be referred to throughout this thesis as ‘institutionalisation’, defined as 
both the process of placement in a care home and the act of residing in such a location. Prior to this 
however, workers from formal care services may effectively assist the care-recipient with ADLs at 




3.8: Human assistance with ADLs: formal carers 
As discussed in Chapter 2, formal social care services include domestic tasks such as housework and 
food preparation, but particularly assistance for people with dementia to perform ADLs (Raivio et al., 
2007). The eligibility restrictions placed on individuals in need of assistance were also presented in 
Chapter 2; some may be eligible for state-funded formal support whereas others must privately 
purchase these services. However arrangements are made, formal carers may provide essential 
assistance to people with dementia who have no informal carer, or their help may complement an 
informal carer’s work in supporting a person with dementia at home (Soldo and Manton, 1985). In 
addition, evidence suggests that the respite that formal services can bring to an informal carer may 
be enough to enable them to continue their role for a longer period of time (Gaugler et al., 2000), 
and may act to significantly reduce carer distress, overload, or anger (Jarrott et al., 2005). 
 
Further, research has shown that assistance from other informal sources such as family members 
and friends does not reduce an informal carer’s distress (Jarrott et al., 2005). This is possibly because 
informal carers may feel guilty when receiving help from such individuals. A trained, less 
emotionally-attached formal carer may be better able to cope with challenging behaviours, promote 
both the care-recipient’s and the informal carer’s sense of autonomy and enhance their sense of 
well-being. This may be particularly evident in the most private and sensitive of ADLs such as 
toileting and continence. However, research has shown that formal carers (of older adults in 
general) expect continued assistance from the care-recipient’s family members and friends (Clough 
et al., 2007). More research is needed to investigate the relationship between informal and formal 
carers of people with dementia; for example, when and how formal services are contacted to assist 
with performance of ADLs, and informal and formal carers’ provision and use of appropriate ATs. 
These will be investigated for research question 3 of this project, which concerns preferences, 
barriers, and facilitators for ATs. 
 
Research evidence has suggested that waiting too long to use formal care services may mean that 
the care-recipient becomes too severely cognitively or physically impaired to benefit from 
community-based assistance (Zarit et al., 1999). The person at this point may instead require 
relocation to a ‘residential care home’ or a ‘residential care with nursing home’. These will both be 
referred to throughout this thesis under the umbrella term of ‘care home’ (Alzheimer's Society, 
2010, International Longevity Centre-UK, 2013). To prevent or delay institutionalisation, researchers 
have investigated the barriers that may deter a person with dementia or family carer from 
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contacting formal care services for help. These are important to understand in order to assist the 
exploration of research question 3 in which the relationships between families and formal services 
are queried as barriers or facilitators for AT use. 
 
3.8.1: Perceived barriers to formal care services 
Brodaty et al. (2005) conducted a comprehensive analysis of four barriers to formal care service use 
for people with dementia and their family carers. These were: carers’ perceived lack of need for a 
formal care service; their lack of awareness of available services; their perceptions of poor quality 
services; and other service characteristics such as financial cost and complexity of negotiation. Other 
research on the barriers to service use identified demographic characteristics of the groups most 
likely to underuse formal services (Robinson et al., 2005a, Robinson et al., 2005b). Each of these five 
potential barriers to formal care services are discussed in turn below. 
 
Informal carers’ perceived lack of a need for formal carers was a main reason for non-use of such 
services (Brodaty et al., 2005). Carers who cited this reason were often managing on their own, 
either because they provided care to someone they perceived to require a low level of assistance, or 
they received support from other family members. A perceived lack of need is an understandable 
explanation for non-use of services (Hong et al., 2011). Alternatively, it may reflect a lack of 
knowledge about their relative with dementia’s level of need and how formal care services could 
provide effective assistance. 
 
A second barrier to service use by people with dementia and their families was a lack of awareness 
of what was available, including ATs (Brodaty et al., 2005, Morgan et al., 2002, Wright et al., 2005). 
More specifically, important distinctions should be made between awareness of services and 
knowledge of what they could actually provide (Krout, 1983). That is, a carer may have heard of 
adult social services but not be aware of the extent to which they could be helped by social workers; 
therefore they would be unlikely to contact them. Yet, other research demonstrated that awareness 
of services may not be as salient a barrier to service-use than was previously thought (McCallion et 
al., 2004). McCallion and colleagues (2004) demonstrated that only one-third of informal carers who 
were offered information on local health and community services agreed to receive it. This suggests 
that the first barrier of lack of perceived need could indeed be most significant. 
 
A third barrier for people with dementia and their carers to using in-home care services was 
perceptions of poor services (Brodaty et al., 2005). Understanding public attitudes about the quality 
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of services is important. Graessel et al. (2011) demonstrated that punctuality of in-home formal 
carers was more important to family members than the workers’ empathy or communication skills. 
Other research on formal care services highlighted families’ concerns about the lack of training in 
caring for a person with dementia, poor-quality care, and unethical behaviour including neglect, 
theft, and exploitation (Estes and Swan, 1992). In this thesis, family members’ relationships with 
formal care services and their employees was investigated, particularly with respect to using ATs for 
ADLs with the person with dementia. 
 
Service characteristics, particularly complexity and affordability, were identified as a fourth main 
barrier (Brodaty et al., 2005). First, many informal carers believed that managing and negotiating 
one’s way through the complex social care system was overwhelming. It has even been suggested 
that some carers or people with dementia may be suspicious that services are designed to prevent 
them from getting help (Clough et al., 2007). Others may have lost confidence that services can help 
them if they have experienced previous failed attempts (Clough et al., 2007, Wright et al., 2005). 
Second, finances were an obstacle to service use. Indeed, Hong et al. (2011) found affordability and 
insurance status, that is, Medicaid or private insurance, to be consistent barriers to formal service 
use for older USA (United States of America) citizens. The relevant UK social care policies that 
determine the circumstances under which a person can receive funded social care assistance were 
presented in Chapter 2. Although many people living in the community can access funded care, 
family carers may be unaware of their eligibility. 
 
A fifth potential barrier to accessing formal services concerns the demographic characteristics of the 
caring dyad. Research has shown that spousal carers are less likely to use formal services (Robinson 
et al., 2005a). Spouses may feel stress relating to formal service use (Sussman and Regehr, 2009), as 
they may believe that they alone should care for their spouse. Informal carers may not access formal 
care services if they perceive that they should only be contacted if they cannot ‘do their own job’ 
caring for their relative (Pickard et al., 2000). Evidence has also suggested that care-recipients looked 
after by spouses are significantly less likely to be institutionalised (Estes and Swan, 1992, Freedman, 
1996). For spousal carers, use of services may be an admission of need for help and result in a sense 
of betrayal and guilt. This suggests that spouses may require more emotional support because of 
this guilt, compared to other types of informal carers such as adult offspring who may require more 




3.9: Chapter 3 summary 
In this chapter, the disablement process model was introduced in order to assist understanding of 
how dementia may lead to poor performance of ADLs. According to the model, cognitive and 
physical impairments which occur in a person with dementia lead to functional limitations, such as 
immobility, and poor sequencing of actions. These functional limitations then interact with the 
environment to affect performance of socially-defined activities considered crucial for self-care, 
known as ADLs. Poor performance of ADLs can lead to a label of disability. To date, there is little 
research evidence detailing how ADLs are affected among people with dementia; which specific 
actions are particularly difficult, and why.  
 
An extension of the disablement process model was also introduced, to demonstrate factors which 
may moderate the effect of functional limitations and the environment on ADL performance. This 
thesis focuses on two of the factors, human and technological assistance, known as ‘social care’. 
Humans, either informal or formal carers, verbally and physically assist people with dementia to 
conduct ADLs. Yet, people with dementia and their families experience barriers when accessing 
formal care services. An alternative management strategy to coping with ADL disability among 
people with dementia may be the introduction of ATs. Appropriate ATs may alleviate the need for 
human assistance, reduce time and task pressure on informal carers, and enhance the person with 
dementia’s sense of independence (Boger et al., 2006, Cahill et al., 2007). The contribution of ATs to 




Chapter 4: Assistive Technologies to help people with dementia perform 
ADLs 
The latter sections of Chapter 3 demonstrated how carers may provide verbal and physical 
assistance for ADLs to people with dementia. In this chapter, the ATs that people with dementia and 
their carers may alternatively, or additionally, use are presented. First, the presentation of reviewed 
literature on the ATs being used by people with dementia is discussed. The discussion then turns to 
ways that ATs may help people perform activities. Typically, ATs either modify the environment or 
target the physical and cognitive functional limitations of the ADL-disabled person. This is followed 
by the ATs used in general daily life, and then devices specifically designed for assisting ADLs. 
 
The presentation of the reviewed literature on preferences, barriers, and facilitators for ATs is then 
discussed. The chapter content continues with a critical analysis of the empirical research that has 
investigated how ATs are actually used, with a particular focus on whether ATs can substitute for, or 
merely supplement, the assistance of human carers. Much research concludes that it is important 
for carers to remain involved in ADL assistance even when ATs are used by cognitively-impaired 
populations. The literature reviewed in this study uncovered several key knowledge gaps. These are: 
which ATs for ADLs are actually used by or with people with dementia in the community; how ATs 
for ADLs become used by people with dementia and their carers; where such devices are obtained; 
and how use of these technologies among this group is maintained. Furthermore, little work has 
captured informal and formal carers’ perceptions of the role that ATs can have in dementia care for 
ADLs. All of these knowledge gaps are discussed in this chapter.  
 
In the penultimate chapter section, the ethical issues raised by potential technology-users, informal 
and formal carers, and other health and social care professionals are explored. Recommendations 
for appropriate design of ATs to be used by and with people with dementia follow. 
 
4.1: Presentation of reviewed literature for topic 2 
Sections 4.2 and 4.3 of Chapter 4 cover the thematic analysis from the scoping review of literature 
for the second topic: the types of ATs used by people with dementia and their informal and formal 
carers in community settings. First, section 4.2 presents literature themed on how ATs are thought 
to support the performance of ADLs. Links back to the modified disablement process model 
introduced in Chapter 3 are made. Papers for this short section were not required to be dementia-




The main discussion of this second topic is presented in section 4.3; themed to introduce the reader 
to different ATs that may assist people with dementia in general daily life and with the performance 
of the individual ADLs under investigation. Referenced papers in this section included grey literature, 
because relevant charity factsheets and reports included lists of ATs that could be accessed from 
social care services in the UK. These sorts of lists were not typically provided in peer-reviewed 
academic papers. Given that this section first concerned non-dementia specific ATs and home 
modifications for mobility and non-ADL activity, some references were not related to those with 
dementia or to ADL performance. This section had a spread of references from different countries, 
as technology researchers from Europe and Canada had written relevant dementia articles or 
conceptual papers. As well as listing ATs for ADLs in this section, any relevant critical work on 
effectiveness of ATs was referenced where suitable. For example, in sub-section 4.3.1 on bathing 
and washing ATs, Gill et al. (2007) were referenced as their findings suggested that use of many 
bathing ATs did not reduce the likelihood of developing further disability when bathing. Although 
the research by Gill et al. (2007) was conducted in the USA and with non-cognitively impaired but 
physically-frail older adults, it was included to challenge the policy assumption that ATs can prevent 
or reduce disability. This set the scene for the discussion on the benefits of using ATs for ADL 
performance in sub-section 4.3.5. 
 
Overall, the key knowledge gap resulting from the thematic analysis conducted on reviewed 
literature for the second topic was that no research was identified which had investigated the ATs 
used by people with dementia and their carers in community-settings. Research that had been 
conducted was organised around three themes: ATs for ADLs but not for those with dementia; the 
difficulties people with dementia had when performing ADLs but which ignored ATs; or, for those 
that investigated dementia, ADLs, and ATs, used measurements of device use and satisfaction 
deemed not useful. These themes occurred from the overall impressions from the scoping review, 
but it is again acknowledged that many references were from the USA. The three themes are 
presented later in Chapter 4 in section 4.6, as they were grouped with the knowledge gaps from 
topic 3. It is important to know the types of ATs that people with their dementia and their carers are 
using in England; thus, research question 2 and the design of this study to explore AT use were 
finalised. This included understanding statistical associations of AT use in a nationally-representative 
sample (see Chapter 6), and qualitatively exploring retrospective and current AT use in community 




4.2: How ATs may assist the performance of ADLs 
The disablement process model introduced in Chapter 3 outlined how ADL disability can occur as a 
result of both bodily functional limitations and an unsupportive environment (Nagi, 1965). 
Verbrugge and Jette’s (1994) modified disablement process model also demonstrated that extra-
individual factors such as special equipment and devices (ATs) can target bodily functions and the 
environment to enhance a person’s performance of ADLs. Defined in detail in Chapter 2, an AT is 
here considered as any technological device that helps a person to perform a task. Assistive 
Technologies may enhance ADL performance in three ways. First, a device may act to reduce 
environmental demands (Agree and Freedman, 2003); for example, taps with long lever handles are 
easier to operate than taps with twist tops, which require greater wrist strength and flexibility. 
Second, a device may expand the individual’s capacity (Agree and Freedman, 2003); for example, 
angled cutlery does not require the user to rotate the wrist when eating. Third, ATs can replace a 
step in a sequence thereby reducing task complexity (Gitlin et al., 2002); for example, elasticated 
shoelaces eliminate the need for a person to constantly tie and re-tie them. 
 
Almost 75% of physically disabled older people use some kind of AT (Norburn et al., 1995). In 
particular, ADLs have been shown to be more responsive to AT use than the complex IADLs (Agree et 
al., 2005). There is a broad market of ATs for ADLs ranging from basic devices such as a cup with an 
extra handle, to ‘smart’ or ‘intelligent’ technologies that monitor people in their home. The ATs that 
may be used by all persons, including those with dementia, and their carers in general daily life are 
set out below. This is followed by a discussion of devices which may be used to assist with the 
performance of each of the ADLs explored in this research. 
 
4.3: Assistive Technologies that may be used in daily life 
The sub-sections of 4.3 present the ATs used for each ADL under investigation in this thesis: bathing 
and washing; grooming and dressing; toileting and continence; and feeding and eating. First, some 
discussion is presented on other ATs that may be used by people with dementia and their carers to 
support the cognitive, physical, and social processes needed to manage other aspects of the daily life 
of the person with dementia whom they were discussing. They are listed here because some carer-
participants in this research indicated that such devices were used to manage the memory, 
orientation, mobility, and transferring difficulties of those with dementia. Memory devices include 
the use of calendars, medication reminder boxes, or movement-activated sensors which trigger a 
recorded message. Other sensors include nightlights that are triggered when people pass them in a 
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dark environment, so are useful for people with dementia who get up in the night but forget to use 
the light switch. Orientation devices include room signs for way-finding and large-faced analogue or 
digital clocks that display the day and whether it is morning, afternoon, or night-time. Mobility and 
transferring ATs help with physical safety. They include walking sticks, walking frames, manual and 
electric wheelchairs, water-chairs, stand-aid-hoists, transfer boards or slide-sheets, armchair 
elevators, powered riser-recliner chairs, and nursing beds that elevate the head or feet (Age UK, 
2012c). It is important to be aware of these ATs because, although they are not specifically designed 
to help a person conduct specific ADLs, they can indirectly provide assistance with these types of 
activities. For example, a reminder memo-board and stool at the bathroom sink may both help a 
person with dementia to wash in the morning, thus promoting the performance of washing ADL. All 
ATs can be further classified into dementia-specific and non-dementia-specific types of devices. 
 
Non-dementia-specific ATs are those which are used in social care for people with physical 
impairments who may be either cognitively well or unwell (Nochajski et al., 1996); for example grab 
bars and bath seats. Many such types of ATs are able to accommodate the design of a person’s 
home. Home modifications can help with the performance of ADLs and promote living at home (van 
Hoof et al., 2010). To illustrate, corridor handrails could enable a person to get to the bathroom 
more quickly, thus aiding continence management. In this way, an enabling environment interacts 
with functional limitations to enhance ADL performance (Wahl et al., 2009). Non-dementia-specific 
ATs focus on the physical aspects of performing the activity, or living safely. The most commonly 
used ATs by older adults in general are mobility-related such as canes, bath rails, and wheelchairs 
(Agree et al., 2005). 
 
Yet, some ATs are inappropriate for people with cognitive impairments (Sixsmith et al., 2007, van 
Hoof et al., 2010). For example, devices which necessitate user feedback, such as a button to be 
pressed to begin or finish an action, may be impractical for people with dementia if they cannot 
remember what to do. Requiring the carer to provide this feedback adds to their workload (Boger et 
al., 2006, Mihailidis et al., 2008). Dementia-specific, or ‘dementia-friendly’, ATs for use in daily life 
support particular cognitive impairments, such as poor memory and difficulty planning sequences 
(Pollack, 2005). Some dementia-specific ATs are merely brightly-coloured versions of technologies 
that non-cognitively impaired people use, such as a red toilet seat instead of a white one, to provide 
a greater contrast with the surroundings. Other ATs, such as room way-finding signs, compensate for 
memory loss and disorientation (Passini et al., 2000). These ‘cognitive orthotics’ (Horgas and Abowd, 
2004) address memory impairments through reminders and alarms to prompt the person to perform 
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an ADL. Tracking technologies for people who get lost while outside their house can contribute both 
to the care-recipient’s and informal carer’s feelings of safety (Pollack, 2005). Computers can not only 
monitor people with dementia within and outside their home (Brummel-Smith and Dangiolo, 2009), 
but prompt them through tasks. This type of device compensates for deficits in executive functioning 
(Lubinski and Orange, 1991), and reduces a need for constant carer presence. As such, dementia-
specific ATs can produce safe environments within which people with dementia can live well. 
 
People who live alone or have high needs may additionally use telecare ATs to enhance feelings of 
safety. Telecare technologies connect directly to a call centre when the user is in need. For example, 
a person may have an alarm in the form of a pendant necklace or pull-cord system on their wall. 
When they are in need of help, they operate the alarm to connect to a warden or call centre 
employee. Again, people with dementia may be unable to remember to press the alarm button in an 
emergency. Therefore ‘smart’ versions of telecare alarms can independently detect falls and 
automatically alert staff. These sensors can also raise alarms, such as when a person has not got into 
or out of bed by a designated time, or has not returned to their home by a set time (Age UK, 2013a). 
It is noted here that there are other types of telecommunications called ‘telehealth’ or 
‘telemedicine’, whereby devices transmit data on health, healthcare, and pharmacology (Loh et al., 
2005), such as daily monitoring of blood glucose. These devices were not the focus of this study, 
which concerned human and technological assistance (social care) for ADLs, and not healthcare or 
safety needs per se of people with dementia. The ATs that exist for each ADL type are listed below. 
 
4.3.1: Bathing and washing ATs 
Difficulty bathing may be partly caused by the home environment; for example a high bath may be 
difficult for a person with poor mobility to step into (Clough et al., 2007). A bench to facilitate 
transfers to and from the bath, or devices which reduce environmental risks (such as non-slip 
flooring, abrasive strips, or grab bars to reduce falls) may lead to a reduced need for human care 
(Alzheimer's Society, 2013g, Naik and Gill, 2005). Certain types of technologies are inappropriate in 
such private settings; video surveillance in a bathroom is largely considered to be unacceptable, so a 
technology that monitors activity by capturing sounds of showering, urination, washing hands, and 
brushing teeth has been in development (Chen et al., 2005, Vacher et al., 2013). This type of 
technology still elicits privacy concerns, however (Bossen et al., 2015). 
 
Other available bath aids include shower seats, tub stools, long-handled brushes, non-skid mats, 
thermostat taps with long handles, and special bath and sink plug sensors that only allow the water 
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to reach a certain level or temperature (Age UK, 2013a, Alzheimer's Society, 2013g, Gill et al., 2007, 
van Hoof and Kort, 2009). For example, the Gloucester Smart House, a research and development 
project which converted a three-storey house into a demonstration centre for intelligent ATs, has a 
bath water level monitor with voice reminder function (Cash, 2003). However, these smart bath 
devices are not currently in public circulation or use. Ahluwalia et al. (2010) requested non-
cognitively impaired but physically-frail participants to review their use of bath aids. A hand-held 
shower received mixed reviews, whereas handles, grab bars, and a bath chair were perceived by 
participants to be most beneficial. Recommendations by Cantley and Wilson (2002) for assistive 
bathroom devices include a toilet seat of contrasting colour to its surroundings. Yet, Gill et al. (2007) 
analysed longitudinal data of older adults who at baseline had no bathing disability. They showed 
that use of bathing ATs, apart from non-skid mats and abrasive strips, did not reduce the likelihood 
of developing a bathing-related disability over time (Gill et al., 2007). It may be that reliance on an 
AT leads to further disability if it does not help a person to improve their muscle function and 
strength. This may be especially so if by the time a person begins to use ATs they are already 
experiencing reduced functionality. 
 
Bathing disability is associated with institutionalisation (Gill et al., 2007) and the receipt of formal 
care services (LaPlante et al., 2002). Community-based formal carers’ time commonly consists of 
assisting with bathing activities (Cloutier, 1999). This means that the provision of appropriate ATs or 
environmental design could free up time or allow a more pleasant, holistic caring experience. For 
example, an environmental modification of a slit in the floor for the placement of feet while kneeling 
would enable carers to provide bathing assistance more comfortably (van Hoof and Kort, 2009). 
However, resistive or aggressive behaviour, which may be displayed by care home residents during 
bathing, is not only linked to their fear of an unfamiliar activity (being assisted to bathe by another 
person) but also to unfamiliar equipment such as bath hoists (Day et al., 2000, Namazi and Johnson, 
1996).  
 
Of the individual tasks that fall under the umbrella of washing ADL, hand-washing has received most 
attention from technology researchers. This is because although it requires remembering a 
sequence, which can be difficult for people with dementia, it is a relatively safe activity for which to 
test interventions (Mihailidis et al., 2008, Mihailidis et al., 2004b). For example, the COACH 
(Cognitive Orthosis for Assisting aCtivities in the Home) is a cognitive assistance system that 
monitors a person with dementia while hand-washing and offers audio or audio-video prompts to 
enable successful completion (Boger et al., 2006, Mihailidis et al., 2008, Mihailidis et al., 2007, 
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Mihailidis et al., 2004a). This smart technology uses a camera to observe states and can estimate the 
person’s abilities, such as their dementia severity and reaction times (Lovejoy, 1991). For example, 
the camera can capture the position of the person’s hand and the speed of water flow. When a 
human error is detected, the system then prompts the user with their next step (Roy et al., 2011). 
The technology is effective because it follows dementia-specific design guidelines that advise non-
invasive, autonomous design requiring as little user-feedback as possible. However, the system has 
only been tested on a small sample; only six participants with moderate dementia were involved in 
one study (Mihailidis et al., 2008). The technology requires further and extensive testing on 
participants in a severe stage of dementia (Boger et al., 2006). There are plans to apply the 
technology to assist people with brushing their teeth, and to develop the technology so that it can 
respond to user comments (Carrillo et al., 2009). Although one other smart prompting technology 
for hand-washing exists (Peters et al., 2009), there were no published articles found in the scoping 
review on other types of ATs that could aid hand-washing for people with dementia. Examples 
include lever-headed taps or automatic soap dispensers, both of which are easily obtainable. No 
research was found to discuss the substitution of soap and water for alcohol-based wet wipes to aid 
hand-washing among people with dementia. 
 
4.3.2: Grooming and dressing ATs 
Verbal prompts for washing and grooming activities, such as brushing teeth and shaving, can 
sometimes be all the assistance that is needed (Wherton and Monk, 2008). Bewernitz et al. (2009) 
demonstrated that smart technology can prompt people with dementia through ADLs with 
increasing levels of complexity: drinking water, brushing teeth, and upper body dressing. Morning 
bathroom routine, dressing, and table-setting have also been shown to improve through 
computerised verbal instructions (Lancioni et al., 2009a), although these trials were based on small 
sample sizes. Nevertheless, research on increasing safety during bathroom (washing or grooming) 
activity is important as it is often seen as the most dangerous room in the home due to the risk of 
slips, burns, drowning, and other injuries (van Hoof et al., 2010). 
 
Mann et al. (2005) showed that dressing ATs were most commonly used for the dressing of the 
lower-extremities; for example, putting on shoes and socks, and that such use can significantly 
contribute to reducing pain, distress, and frustration among people with dementia. Examples of non-
dementia-specific dressing ATs include: long-handled shoehorns, sock and stocking aids, dressing 
sticks, button aids, Velcro fastenings, zipper pulls and other clothing adaptations, elastic shoelaces, 
reachers, and stools (Mann et al., 2005). The use of such ATs, as well as simple changes like sitting 
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down while dressing, can assist with ADLs (Mann et al., 2005). However, adaptive techniques, such 
as only wearing slippers because shoes are too difficult to put on, may contribute to social isolation. 
 
For people with dementia, poor judgement due to impaired reasoning may result in inappropriate 
clothing choice and behaviours (Cahill et al., 2007). There are no smart or intelligent technologies for 
helping people with dementia to get dressed (Wherton and Monk, 2008). Namazi and Johnson 
(1992) simplified clothing choice by modifying a side of the closet that contained only the clothes the 
person should wear that day, and in the correct order they should be put on. However, while this 
may reduce confusion with clothing choice, the person with dementia would still need assistance 
from a carer to: choose the clothes, place them in the closet, and get dressed. If the clothes are 
chosen for, and not by, the person with dementia this may lead to a further loss of independence.  
 
The choice of clothes is a way to communicate who one is, and therefore is no less important for 
individuals with cognitive impairment. The designers of ‘functional’ clothes sometimes ignore this 
social communication; for example a jumpsuit was designed for patients on a ward with memory 
problems, brain injuries, and learning difficulties to prevent them from undressing or removing their 
continence pad at inappropriate times (Iltanen-Tähkävuori et al., 2012). This was subsequently 
perceived by both family carers and the technology designers as infantilising and stigmatising 
(Iltanen-Tähkävuori et al., 2012). Furthermore, such a garment is ethically and morally questionable 
as both the prohibition of self-undressing and the necessary physical reliance on carers are methods 
of restriction (Iltanen-Tähkävuori et al., 2012). As such, UK policy states that care home residents 
with dementia must wear their own clothes (Twigg, 2010). Instead, clothes that ease dressing such 
as larger neck openings, larger buttons, Velcro or popper fastenings, front-open bras, and slip-on 
shoes are recommended (Alzheimer's Society, 2013d). However, some informal and formal carers 
may prefer for the care-recipient to experience difficulties undressing as sometimes people with 
dementia may display inappropriate sexualised behaviour, attempt to self-evacuate their bowels 
when constipated, or try to remove their continence pad. 
 
4.3.3: Toileting and continence ATs 
Incontinence can be shameful and embarrassing both for the person with dementia and their 
informal carers. Research has suggested that the introduction of relevant ATs may contribute to an 
‘acceptable continence’ status (Brittain and Shaw, 2007). Incontinence is commonly managed with 
sticky-backed pads placed in the person’s underwear. Only these pad-style continence ATs are 
funded by healthcare services. Yet, informal carers of people with dementia have suggested that 
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they prefer a pull-up-pants style of incontinence protection (Drennan et al., 2011), as they are 
breathable, leak-preventing, and easier for carers and care-recipients to use (Evans, 2007). These 
pull-up styles of continence technologies must be funded by the user as they are not provided by 
healthcare services (Fader et al., 2008). Continence pads are thought largely to support the needs, 
dignity, and human rights of the wearer. However, finding pads that are both effective and that have 
a design acceptable to the person with dementia may be difficult (Drennan et al., 2011). 
Furthermore, reliance on continence pads may not necessarily be the most appropriate or cost-
effective approach (Bignell and Getliffe, 2001). Alternative and preventive management 
recommendations include: identifying and managing co-morbidities and constipation; reducing 
medication if possible; acknowledging dietary concerns and timing fluid intake; bowel and bladder 
voiding training; pelvic-floor muscle training; wearing simple-to-open clothes; and, importantly for 
this study, changing the environment and providing relevant ATs for transferring, mobility, and 
toileting (Bravo, 2004, Duffy, 1987, Hägglund, 2010). Examples of appropriate clothing to aid 
continence issues include Velcro fasteners, elastic waist bands, and wearing skirts with stockings 
rather than tights (Duffy, 1987). 
 
Toileting ATs include room signs and commodes (Alzheimer's Society, 2013e, Day et al., 2000). Yet, 
room signs may be rarely used and even offend people with dementia (Drennan et al., 2011). 
Bedroom commodes may also remain unused (Drennan et al., 2011). This may be because 
commodes are not located in a bathroom but in the bedroom, and the person would not associate 
the bedroom with toileting. If a person with dementia becomes bed-bound, the best options to 
prevent or reduce skin irritation and infection are technological. These include: absorbent pads for 
underwear and bed-sheets, anal plugs to prevent the person from evacuating their bowel, and 
‘external collectors’ such as bladder catheters, silicone continence sheaths, and faecal collectors 
(Bravo, 2004, Duffy, 1987). However, long-term use of bladder catheters can lead to health 
complications (Kohler-Ockmore and Feneley, 1996). 
 
The study by Drennan et al. (2011) also demonstrated that some carers reported the onset of 
continence issues following a crisis event such as hospitalisation. That is, some people with dementia 
were reported by carers to have returned from a hospital stay newly incontinent. While some carers 
perceived professionals to misunderstand the seriousness of the situation, others reported excellent 
service support. Most recipients in Drennan et al.’s (2011) study found that continence ATs from 
formal services were restricted. The authors concluded that local provision is not sufficiently 
responsive to the needs of people with dementia living at home. Evans (2007) recommended that 
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professionals who prescribe continence aids should consider which product is more likely to: 
promote a sense of dignity; enable the user to be independent; and reduce the time carers spend on 
changing pads and clothes.  
 
Difficulties with transfer and dressing place people with dementia at risk of soiling their clothes 
(Nelson and Furner, 2005). This again demonstrates how functional limitations impact on the 
performance of multiple ADLs. Such acknowledgement is essential for designers of effective 
dementia-specific technologies. For example, one intervention involved a urine sensor that alarmed 
when it detected wetness to improve skin integrity in people with mild to moderate AD (Lancioni et 
al., 2011). As well as effective absorbency, this device would need to be easy for someone with frail 
wrists or hands to pull down on their own. Overall, such AT has the potential for improving quality, 
person-centred care (Wai et al., 2008). However, Carrillo et al. (2009) described a moisture sensor 
prototype that sent an alert, via a wireless transmitter, to the internet ‘that a diaper change is 
needed’. While practically useful, such language is infantilising and insulting. Adult absorbent pants 
should not be referred to using the same language for children’s absorbent pants, as it perpetuates 
the misconception that people with dementia are akin to children or have ‘gone backwards’ in their 
cognitive state (Alzheimer's Society, 2013b).  
 
Wherton and Monk (2008) identified that “toileting is the one activity where our participants, 
particularly the carers, would seem to prefer electro-mechanical help to human help” (p. 579). 
Automatic ‘hands-free’ toilets are available which can wash and dry the person’s genitals while 
sitting on the seat (Age UK, 2012c). Yet, automatic toilets may not be useful for people with 
dementia as they may be frightened of automatic flush and bidet-functions. Wherton and Monk 
(2008) described a prototype called the Friendly Rest Room with sensors to detect falls and 
adjustable toilet heights. This would eliminate the need for raised toilet seats, but the authors did 
not describe whether the seats were fully dementia-friendly; for example whether they featured 
bright, contrasting colours. Their prototype is not currently available to the public. 
 
4.3.4: Feeding and eating ATs 
Without assistance, some people with dementia may go hungry. For example, they may forget to eat 
(cognitive functional limitation), be unable to swallow (physical functional limitation), or their 
environment may restrict their ability to prepare food. Help with feeding and eating is commonly 
human: carers can either use verbal prompts or physically feed the care-recipient. The type of 
interaction between the carer and the person with dementia, for example the use of touch, 
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redirection, verbal prompts, and praise, can influence the amount of food consumed and ultimately 
weight maintenance, loss, or gain (Altus et al., 2002, Amella, 2002, Barratt, 2004, Chang and Roberts, 
2008). Eating skills can be reacquired after a prompting intervention (Coyne and Hoskins, 1997). 
However, such help could require 35-40 minutes per person (Simmons and Schnelle, 2006); time 
that is not always available in care homes (Crogan et al., 2001). Furthermore, people with dementia 
may not understand that the carer is in fact assisting them, leading to challenging behaviours (Chang 
and Roberts, 2008). Research has also indicated that the social, cultural, religious, and ritual aspects 
of mealtimes should not be ignored (Amella et al., 2008, Barratt, 2004). Finally, it is important to 
recognise how inability to feed oneself could negatively affect the person’s sense of dignity. 
 
Assistive Technologies may be effective in managing poor eating behaviours (Kyle, 2011). For 
example, specialised cutlery may be: angled, have wrist-straps, have large or brightly-coloured 
handles, or be in the form of wide foam handle adaptations for typical cutlery. Rocker knives enable 
food to be cut with only one arm. Plates and bowls can have suction bottoms, tilted bases, or raised 
sides to enable the food to be pushed onto the fork or spoon more easily. Adapted mugs can have: 
insulation, multiple handles, angled bases or lips, sip-top caps, drinking spouts, or flexible straws. 
However, carers should be aware that straws could induce choking and fluid aspiration if it is 
brought to the back of the mouth too quickly, thus risking pneumonia (Crowe, 2003). All of these ATs 
may be trialled successfully with people with dementia (Connolly and Wilson, 1990). For instance, 
Griffin (1995) described a programme called ‘Caring Hands’ that provided eating interventions for 
people with dementia. The participants in their study experienced successful use of technologies 
such as plate guards and large-handled spoons, and one participant became able to initiate drinking 
on her own once liquid was presented to her in a transparent cup. 
 
Appropriate caring and environmental modifications may also improve feeding and eating 
behaviour. Approximately half of eating-related disabilities among people with dementia are due to 
unsupportive environments (Slaughter et al., 2011). The surrounding environment is important for 
helping people with dementia to eat well and encourage them to maintain the skill of feeding 
themselves. Good lighting, contrasting colours, reducing distractions and clutter, and playing music 
can all be effective (Amella et al., 2008, Aselage et al., 2011, Aselage and Amella, 2010, Watson and 
Green, 2006). Recommendations by Cantley and Wilson (2002) for care home designers and 
managers include paying attention to the person’s: nutrition (fluid and food intake), physicality 
(weight, oral health), and their social surroundings (flexible mealtimes, welcoming visitors). Finally, 
catering and care staff need to be aware of residents’ likes and dislikes; this may include finger food 
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if a person prefers this to using cutlery. The environment should have minimum distractions, smell 
nice, and the table should be laid only immediately prior to meals. Care home residents, including 
those with dementia, may want to assist in laying the table, and should not be discouraged if they 
wish to do so. Dining ‘family style’ at small dining tables, instead of from armchair trays, can improve 
eating behaviour and reduce aggression among care home residents (Griffin, 1995, Melin and 
Götestam, 1981, Negley and Manley, 1990). It is possible that this may change for future generations 
of people with dementia, who may be more used to eating from their laps (Visser, 2015). 
 
Hanson et al. (2011) systematically reviewed 25 studies to find out if the addition of high-calorie 
supplements, appetite stimulants, assisted feeding, modified diets, and other oral feeding options 
improved weight gain, mobility, and survival in people with dementia. Weight gain was the only 
successful outcome. As can be common in the literature on feeding and eating activities for people 
with dementia, the use of ATs was noticeably absent. A person with dementia may forget the skills 
for using dining cutlery and resort to using fingers to self-feed, although eventually even these 
movements can be lost (Griffin, 1995). Yet, ATs could help maintain the ability to use cutlery. 
Assistive Technologies may also aid the person with dementia to perceive that food is on a plate, 
before severe cognitive and visual impairments reduce the ability to sense its presence. As will be 
described in the discussion of design in section 4.8, bright (but not highly-patterned) colour 
contrasts ensure a person with dementia can distinguish between the plate, the food, and the table-
setting. Barratt (2004) described an example of white fish in parsley sauce served on a white plate 
placed on a white tablecloth: if the person with dementia cannot perceive the food they cannot 
realise that they should eat it. 
 
A last technological resort when a person cannot swallow is a feeding tube. Although it is an 
individual’s human right to receive healthcare that can save or maintain their life (British Medical 
Association, 2001), such forced feeding, and the restraint that may accompany it, raises ethical 
issues (Norberg and Hirschfeld, 1987). Dennehy (2006) discussed the decisions regarding feeding 
tube insertion against the ethical principles of beneficence, non-maleficence, respect, autonomy, 
justice, and veracity. There are positive and negative reports of the effectiveness of feeding tubes 
(Dennehy, 2006), but it is generally found that using a feeding tube with people with dementia does 
not prolong life or increase nutritional health (Amella et al., 2008). A systematic review by Finucane 
et al. (1999) did not find conclusive evidence that tube feeding prevents aspiration pneumonia, 
malnutrition, pressure ulcers, reduces the risk of other infections (and in fact can cause infections), 
or improves survival, patient comfort, or functional status. Feeding tubes were perceived by 
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cognitively-intact patients who had experienced them as not equivalent to eating food and lacking 
the symbolic meaning given to the social event of eating a meal (Walker, 2005). Furthermore, 
forgoing the feeding tube has been associated with increased carer satisfaction with end-of-life care 
(Engel et al., 2006, Sanders et al., 2000). Therefore, for this thesis feeding tubes were not considered 
an assistive technology. Feeding tubes do not assist in eating behaviour or promote autonomy; 
rather they are a medical technology or coping strategy in response to a critical situation. 
 
4.3.5: Benefits to people with dementia by using ATs for ADL performance 
There are many ATs available to support the different difficulties people with dementia may have 
with performance of washing and bathing, grooming and dressing, toileting and continence, and 
feeding and eating ADLs. The promotion of AT use is already included in English social care policies 
and legislation for older people and people with dementia such as: the Mental Capacity Act (MCA) 
(UK Parliament, 2005), National Dementia Strategy (NDS) (Department of Health, 2009), Prime 
Minister’s challenge on dementia 2020 (Department of Health, 2015), and National Service 
Framework for Older People (Department of Health, 2001). One reason is that receiving ADL 
assistance from human carers may further reduce the receiver’s independence if they are required 
to fit in with others’ schedules (French, 1998). For example, a person with dementia may receive 
formal carers in their home for washing and dressing every morning. This means that they cannot 
sleep until whenever they want, and that they have to go to bed whenever the evening carers 
dictate. Therefore, ATs may allow users to retain more autonomy than if they relied on human 
carers (Clarke et al., 2009, Gignac and Cott, 1998). Of course, the person with dementia must be 
enabled to make their own choices about the technologies they would like to trial and use for their 
ADL performance, to promote true independence (Tinker et al., 2013). Indeed, van Hoof et al. (2010) 
acknowledged that no single home modification will work for all people with dementia or their 
carers. Personalised care and appropriately tailored technology packages are therefore important. 
Unfortunately, to date there is little evidence of the effectiveness of ATs for dementia care (Fleming 
and Sum, 2014). 
 
Appropriate and accepted use of ATs for ADLs and immobility, compared to receiving human care, 
have been shown to promote positive affect among physically-unhealthy but cognitively-healthy 
older adults (Lin and Wu, 2014). Use of ATs can also free informal carers’ time usually dedicated to 
ADL assistance, to enable instead more social interaction with their relative (Garwood, 2010). This is 
because some ATs do not require the on-going co-operation or co-ordination of carers when used by 
a person with ADL needs (Agree, 1999). However, scholars have discussed whether ATs for ADLs 
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should be used as a substitute for human carers or as a supplement to their assistance, when the 
population under investigation consists of people with a clinical diagnosis of dementia. This 
discussion follows the presentation of reviewed literature for topic 3 below. 
 
4.4: Presentation of reviewed literature for topic 3 
Sections 4.5 to 4.8 of Chapter 4 cover the scoping review of literature for the third topic: carers’ 
preferences, barriers, and facilitators with respect to the use of ATs by people with dementia in 
community settings. This begins in section 4.5 with a discussion on whether ATs used by people with 
dementia may supplement or substitute for human carers. Despite that much of this referenced 
work in particular was done in the USA on non-cognitively impaired populations and on mobility 
rather than ADL-related ATs, it was included for its importance due to its contribution to the debate 
on the role that ATs may have in dementia care. Some work was also presented which indicated that 
a population with poorer cognition may supplement, but not substitute, human care with ATs. 
Although this was not on dementia specifically, findings were useful when later designing interview 
questions for informal and formal carers’ current and retrospective experiences. 
 
In section 4.6, the key knowledge gaps resulting from the thematic analysis of reviewed literature 
are presented. These all concerned limited, or a complete lack of, evidence on a number of themes: 
how people with dementia begin to use ATs; where people obtained ATs; how use of ATs was 
maintained; and informal carers’ perceptions of the role of ATs. For each of these themes, the most 
relevant articles were chosen in order to present some evidence. This meant that most referenced 
papers did not ascribe to the three core themes of being about dementia populations, ADL 
performance, or ATs for ADLs. Some were also conducted on non-English populations. That there 
were no or limited research findings for all themes further justified the need for this study, and 
clarified the final wording for research question 3. These gaps also aided the creation of interview 
questions for informal and formal carer-participants in this study. 
 
Six ethical concerns are themed in section 4.7. Most papers referenced here were conceptual. Not 
all were dementia-specific but instead focused on ethics of technologies. Some empirical research 
was referenced to support a point, and this was dementia-specific when available. For example, the 
third ethical point made was that older adults may be resistant to ATs for appearance reasons. No 
literature applying this to people with dementia was identified in the scoping review, and this was 
indicated as a knowledge gap. Section 4.8 provides a short discussion on understanding dementia for 
91 
 
appropriate AT design. Rather than to present a knowledge gap, this section was included to advise 
the reader of some aspects of dementia not previously discussed such as visuo-perceptual 
difficulties, and to highlight characteristics of ‘ideal’ dementia-specific ATs.  All literature was chosen 
for its focus on people with dementia. Both empirical and conceptual papers were referenced. 
 
4.5: Assistive Technologies as a substitute for, or supplement to, human carers 
The use of ATs in the life of a person with care needs is generally regarded as beneficial, and thus is 
included in the NDS (Department of Health, 2009). Yet, how they can best contribute to care, and 
the extent to which the technology should replace or assist a carer with ADL assistance, has been 
debated (Agree and Freedman, 2000). It has been demonstrated among a cognitively-healthy group 
that AT use is associated with fewer hours of human ADL care (Agree et al., 2005, Hoenig et al., 
2003). This suggests that ATs may substitute for carers, thus reducing care costs and family stress 
(Agree et al., 2005). However, the issue remains as to whether ATs should substitute for human 
carers of people who have cognitive impairments in addition to physical difficulties. Ethical issues 
raised by AT use by people with dementia are discussed further in section 4.7. 
 
Research findings suggest that there is no simple and generalisable ‘yes’ or ‘no’ answer to the 
question of whether ATs can substitute or supplement human carer assistance. The particular details 
of each individual’s situation will be important to determine (Agree and Freedman, 2000). Not only 
will their specific cognitive and physical impairments and their environment need to be taken into 
account, but their attitude towards the particular device to be used will be important to determine 
whether it could be used alone. For example, Allen et al. (2001) investigated the use of mobility-
related ATs as a substitution or supplementation for carers among a group of physically-frail older 
adults. The authors found that the use of simple ATs such as canes or crutches could substitute for 
human care, but that this was not possible in the use of more complex devices such as walking 
frames and wheelchairs. Therefore, whether ATs are able to act as a supplement to, or substitute 
for, human care depends on a number of factors. Agree and Freedman (2000) identified four 
categories of factors and created a model illustrating the capacity of ATs to substitute for, or 






























Figure 3 demonstrates the four contextual factors that may influence the potential of an AT to 
substitute or supplement carer assistance. The first, shown top left in the illustration, demonstrates 
that the nature of the ADL to be conducted, and the person’s environment, are important 
considerations. For example, a person may prefer to trial a raised toilet seat when evacuating their 
bowels rather than having a carer help them to sit onto the toilet, but would prefer human 
assistance to comb their hair rather than trial a long-handled brush. A second contributing factor, 
shown top right on Figure 3, identifies that the characteristics of the person who needs assistance 
are important. This is especially so among people with dementia as they may be vulnerable to risk of 
injury during daily activities or neglect through poor ADL completion, and so may require human 
supervision. They may also be unable to learn how to use a new device, or be unconfident about 
using it alone. Continuing clockwise on Figure 3, a third potential contextual factor concerns the 
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(domain of functioning, 
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Figure 3: Factors affecting the substitution or supplementation of carers for ATs 
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characteristics of the carer and whether they would encourage its use; some may actively seek out 
ATs to trial whereas others may be resistant to their introduction. That is, although the MCA (2005) 
(UK Parliament, 2005) stipulates that decisions should be made in the person with dementia’s best 
interests, and indeed use of ATs may be in their best interests, the carer may still restrict access to 
ATs. Finally, the fourth factor, bottom left in the illustration, acknowledges the device’s 
characteristics. That is, the design of the AT, its ease of use, and other issues relating to each specific 
AT. All four of these factors were important to explore with informal and formal carer-participants in 
this thesis when discussing AT use for ADLS in community and care home locations.  
 
However, Agree and Freedman’s (2000) model was not based on data from people with dementia 
but cognitively-healthy, physically-frail older adults. Subsequent evidence has indicated that 
substitution is more likely for people without cognitive impairment (Agree et al., 2005). People with 
dementia may not be able to trade human assistance for technology. Agree et al. (2005) found that 
people with poorer cognition (not a diagnosis of dementia, however) were less likely to substitute 
care for AT use, but were more likely than cognitively-healthy participants to supplement human 
care with devices. Furthermore, they found that AT use by people with poor cognition was 
associated with both more informal and formal care hours. These results suggest that people with 
dementia may use ATs not to replace formal and informal carers but in conjunction with human 
assistance to achieve holistic, quality care. 
 
Whether used to substitute or supplement carers, evidence suggests that the presence of ATs in a 
person with dementia’s life can: improve the quality of care; minimise risk and enhance safety; delay 
further functional limitations; enable the maintenance of social participation; and finally reduce the 
likelihood of institutionalisation (Agree et al., 2005, Department of Health, 2009, Edlund and 
Björklund, 2011, Horgas and Abowd, 2004, Löfqvist et al., 2005, Mihailidis et al., 2004a). Yet, to date 
there is little knowledge about the ATs currently being used by people with dementia and their 
informal and formal carers in community settings; that is, in their homes. The following section 
presents key gaps in research that relate to actual AT use among people with dementia. 
 
4.6: Lack of empirical evidence on ATs used by people with dementia living in the 
community 
Although many ATs may be available, there has been a lack of research identifying the types of ADL-
related ATs actually used by people with dementia and their carers when living at home (Gibson et 
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al., 2015). To date, most research instead investigates the design of the devices themselves (Abbott, 
2007). It became apparent during the literature search and review for this thesis that published 
relevant research typically had one of two focuses: either it investigated ATs for ADL performance 
but excluded potential participants with dementia; or it examined the difficulties that people with 
dementia have when performing ADLs but excluded an acknowledgement of AT use. Yet, when 
studies were identified which did investigate the ATs used by people with dementia for ADL 
performance, the researchers usually only captured measures of ‘use’ or ‘non-use’ of the device. 
Such dichotomous outcomes do not enable an in-depth understanding of how ATs may contribute to 
daily life and dementia care. Summaries of these three areas of research are presented in turn 
below. 
 
Much research that examined ATs and ADLs excluded potential participants with cognitive 
impairment (Agree et al., 2004). This is most likely due to the complex ethical considerations that 
investigators must take into account when conducting research with such a potentially vulnerable 
population. There is also concern among researchers about the reliability of data collected from 
people who may have poor recall or insight, yet research findings from physically-frail but 
cognitively-healthy older populations may not be applicable to people with dementia. For example, 
Mann et al. (1999) conducted a randomised controlled trial on 104 community-based, physically-frail 
older adults to investigate their use of ATs and environmental interventions over an 18-month 
period. These interventions included devices for ADLs, immobility, and sensory conditions. Results 
showed that participants who received intensive ATs and environmental interventions were less 
likely to have functional decline and pain, and reported lower healthcare costs than participants who 
received standard care. Therefore, AT use may promote independence and reduce morbidity. 
However, these results are not necessarily generalisable to people with dementia since they 
experience faster decline in ADL performance as a result of their additional cognitive impairment, 
compared to cognitively-healthy populations (Mihailidis and Fernie, 2002). Furthermore, the role 
that co-morbidities may play in influencing successful AT use within general and dementia 
populations requires investigation (Schäfer et al., 2012).  
 
Another body of research observed from the scoping review investigated the functional status and 
ADLs performed by people with dementia. However, the researchers typically did not investigate the 
use of ATs. For example, Chang and Roberts (2008) conducted a systematic review of 71 articles with 
the aim of creating a detailed model of the determinants of feeding difficulty, in order to suggest 
potential interventions. The interventions included physical assistance, verbal cueing, and mirroring 
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actions. None of the 71 studies acknowledged the potential of appropriate ATs to support ADL 
performance. Excluding the use of ATs in research on dementia care may mean that the results are 
not a reliable and valid reflection of participants’ lives, or miss a potentially useful intervention.  
 
Of the studies which did include ATs used for ADLs by people with dementia, quantitative research 
strategies were the overarching method used to collect and analyse data. Use of ATs was often 
measured as ‘use’ or ‘non-use’, without more detailed or qualitative measurements of environment 
and context, frequency, and duration (Lenker and Paquet, 2003). Hawranik and Strain (2001) 
investigated the associations between cognition, disruptive behaviours, physical functionality, and 
formal service use in the community. Their measurement instrument required carers to comment on 
their relative’s ability to conduct seven ADLs and 14 IADLs using a five-item scale: without help; 
some help from a device; some help from a person only; some help from a person and a device; 
unable to perform the task. The participants were not required to specify the device that they used. 
The results did not detail the cognitive and physical difficulties that people had when performing 
each ADL, nor separate between functional status and the human assistance or technologies used to 
help with these. Gaining an understanding of how ATs actually assisted ADL performance was not 
considered. 
 
In conclusion, although there has been some research addressing ADLs, dementia, and ATs, and 
despite a range of appropriate ADL-related ATs, little empirical evidence exists on the use of such 
technologies among people with dementia living at home. Similarly, there is little knowledge about 
how people with dementia or their informal and formal carers assess their need for, and begin to 
use, relevant ATs, as the following sub-section demonstrates. 
 
4.6.1: No knowledge concerning how people begin to use ATs 
To date, there is no research investigating how people with dementia, or their informal carers, 
assess their need for ATs for ADLs. Focus groups with frail older adults without dementia showed 
that their confidence both in the expert who recommended the technology and in the information 
received were important influences on future AT use (Skymne et al., 2012). Getting used to the 
technology was important and determined by: the extent to which the physical and social 
environments facilitated its use; the feeling of safety the AT produced; and whether the user 
perceived their need for the AT as temporary or permanent (Skymne et al., 2012). The focus group 
participants in Skymne et al.’s (2012) study also discussed their negative perceptions of ATs; that 
their use can lead to a sense that they are unwell, and may limit their daily lives. The participants 
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also felt that the devices were physical obstacles, took up space, and caused tasks to take longer 
than they should (Skymne et al., 2012). Yet, they also perceived ATs as necessary to get through 
daily activities, felt that they saved energy, and provided a sense of relief because they could 
perform ADLs alone (Skymne et al., 2012). However, the study was conducted on a Swedish 
population of physically impaired, but cognitively-intact older adults. Thus, we continue to know 
little about how people with dementia and their informal carers assess their need for, or feel 
motivated to start using, ADL-related ATs. The uptake of ATs among people with dementia may 
occur for different reasons: it may be more reliant on the carer’s own perceptions of confidence and 
worth than those of the person with dementia; if they lack insight into their difficulties they may be 
unable to identify their need for ATs.  
 
In addition to a lack of research on perceptions of need for ADL-related ATs, there is also little work 
investigating how people with dementia become technology users. Swedish case study research, 
based on three people with dementia, showed that to be most beneficial to their lives ATs were 
frequently adapted or combined with other devices (Rosenberg and Nygård, 2012). Participants’ use 
of ATs was determined by the meaning they applied to the technology and what was communicated 
back to them, even if they had received instruction and training in the correct usage (Rosenberg and 
Nygård, 2012). To illustrate, one of the participants was provided with a vividly coloured magnetic 
memo-board to plan her weekly schedule. Instead she used it to display important papers. As this 
was not its intended purpose, the OT subsequently removed it. This finding shows that it is difficult 
to anticipate outcomes without acknowledging the context and interaction between people and the 
environment. The findings also demonstrated that people with dementia presumed that the 
professionals who prescribed the ATs knew their needs best, even though they did not always think 
the ATs were a match to their perceived needs. Thus, it is important to know who has decision-
making power for AT use in dementia care. Rosenberg and Nygård’s (2012) study elicited rich data 
that took into account the context surrounding the use of ATs, and in particular the use of ATs for 
community-based people with dementia. However, research also needs to focus on ATs for ADLs, as 
the devices investigated in Rosenberg and Nygård’s (2012) study were time and memory-related 
such as calendars, speaking clocks, and memo-boards. A full understanding of how and why people 
with dementia came to use ATs for ADLs cannot be made without also exploring how they or their 




4.6.2: Lack of evidence outlining where ATs are obtained and the role of formal services 
There has been little research on where people with dementia and their family members sourced 
the technologies they used, and how they became aware of these ATs (Gibson et al., 2015). 
McCreadie et al. (2006) conducted focus groups with 28 cognitively-healthy AT users aged 75 years 
and older to examine the various ways that information can reach community-dwelling older adults. 
For example, materials can be obtained from medical surgeries, neighbourhood chemists, and local 
libraries (McCreadie et al., 2006). In another study, Jensen et al. (2009) demonstrated that people 
with dementia sometimes acquired their technologies accidentally, typically they had to educate 
themselves about what was available, and pay for it privately. However, the technologies 
investigated in Jensen et al.’s (2009) study were not specific to ADLs. Other research has highlighted 
the importance of the location within which the person resides, as the availability of services varies 
between LAs (Agree, 1999). In more recent work by Gibson et al. (2015), informal carers indicated 
that ATs provided by formal services were usually the result of an acute event, such as a fall, or due 
to luck such as chance meetings with health and social care professionals. Even then, families were 
unhappy about ATs provided by formal care services, as they had little training on the devices or 
follow-up to ensure use was maintained (Gibson et al., 2015). 
 
Yet, research and policies have highlighted the crucial role of health and social services and other 
responsible bodies in providing ATs to those who needed them (Cahill et al., 2007, Molin et al., 
2007). Anyone who may benefit from ATs has the right to access them, but social services or health 
professionals may deny this right if they deem the use of the device unnecessary (Bjørneby et al., 
2004, Rosenberg and Nygård, 2012). Such negative attitudes towards AT use may lead to 
discrimination and restrict its availability. For example, Bjørneby et al. (2004) discussed a day care 
centre whereby staff and potential users were interested in a new entertainment technology but 
managers felt it was not in the users’ best interests. Alternatively, some professionals may feel 
restricted by their organisation’s procedures when trying to provide information on ATs (McCreadie 
et al., 2006). Finally, both professionals and informal carers may be resistant to ATs if they have 
concerns about device misuse and other ethical considerations. These potential issues are described 
later in section 4.7. 
 
Much research has demonstrated that participants sometimes acquired their technologies privately 
(Wright et al., 2005). Clough et al. (2007) found that many individuals in communities had to do 
without the expertise of an OT when they needed it, so they often sourced and fitted ATs they 
perceived they needed themselves. Cost was also an issue for prescribers of funded ATs, so 
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distribution was often restricted (Bjørneby et al., 2004). Yet, Mihailidis et al. (2000) showed that ATs 
were relatively inexpensive compared to the cost of funding formal care services. Cost-efficiency is 
essential in order for formal services to justify provision (Molin et al., 2007). However, Mihailidis et 
al. (2000) also stated that public services should not be the only providers of ATs. If people bought 
their own equipment, ATs may become more prevalent in shops and costs could fall. It is hoped that 
the market will widen as younger generations, who may be less resistant to technologies, age 
(Fleming and Sum, 2014). There is a need for educating the general public on the benefits of 
appropriate ATs. However, little health promotion work has been done to demonstrate the benefits 
of ATs and where they can be obtained (Cash, 2003). Therefore, in this research how and where 
people with dementia and informal carers obtained ATs for ADLs, and their perceived barriers to 
this, were explored. 
 
Finally, no articles were found in the scoping review on the perceptions of informal carers with 
regards to their, and the care-recipients’, relationships with formal services when accessing or using 
ATs. For example, there was no evidence about how people with dementia or informal carers felt 
about formal carers entering their home, changing continence pads, assisting with stand-aid hoists, 
or using eating technologies with them. Another knowledge gap concerned a lack of research 
investigating how use of ATs for ADLs was maintained over time, and whether maintained use was 
related to the presence of human carers. This issue is discussed below. 
 
4.6.3: Gap in knowledge of how use of ATs is maintained 
The scoping review produced little understanding on how use of ATs is maintained in the community 
or in care homes, although researchers acknowledge that user acceptance is important for 
maintaining technology use (Carswell et al., 2009, Rosenberg et al., 2012). It is therefore important 
that research is conducted to assess the acceptability of AT use both at home and in other locations 
such as a care home, and how that use is maintained over time. Some studies have shown that 
introducing a device in the early stages of dementia can ensure that the person becomes more used 
to it (Cahill et al., 2007), but changes in the person’s needs and abilities over time should be 
monitored (Pew and Van Hemel, 2004). Mann et al. (1996) followed 19 people with dementia for 
one year and demonstrated that as their cognition worsened, participants stopped using devices 
that assisted their cognitive impairment and only maintained use of ATs for physical functioning. In 
this study, how people with dementia changed their use of ATs over time and between care 




Abandonment of an AT is also an issue for people with dementia, although research has shown that 
aids for daily living may be less likely to be abandoned compared to other technologies such as those 
for respiration, hearing, screen readers, or communication (Martin et al., 2011). Understanding the 
use and non-use of devices is important for both commissioners of research into technologies for 
dementia care, and commissioners of dementia care services when deciding which ATs to provide. 
Wessels et al. (2003) conducted a comprehensive review of literature investigating non-use of ATs. 
They produced a list of resulting factors, illustrated below in Figure 4. The literature they reviewed 
was not specific to people with dementia or ADL-related ATs, but may be relevant for such a group. 
Four categories emerged: personal factors, factors related to the device, factors related to the 
environment, and intervention related factors (Wessels et al., 2003).  
 
Figure 4 demonstrates that person-centred factors such as a diagnosis of dementia, acceptance of 
the ADL disability, and insight into the condition, may lead to the non-use of ATs for ADLs. Wessels 
et al. (2003) also identified the importance of the environment for AT use and non-use. The extent 
to which the home environment suits the new AT needs to be considered during OT assessments 
(Molin et al., 2007, van Hoof et al., 2010). Home characteristics are sometimes ignored when social 
services provide ATs but these could severely impact their effectiveness (Agree, 1999). Finally, Figure 
4 demonstrates that the design of the device must be appropriate for people with dementia; design 
is discussed further in section 4.8. A final gap in empirical evidence, and one that was only briefly 
acknowledged in Wessels et al.’s (2003) model in Figure 4, is the perceptions of ATs in the person’s 
social circle. There is a lack of knowledge about the perceptions that informal and formal carers have 


























4.6.4: Lack of research capturing carers’ perceptions of ATs 
A key gap in research concerns informal and formal carer perceptions of ATs, including their 
preferences for devices and their perceived barriers to technology use. Most of the research 
reviewed measured the ‘success’ of an AT as its ability to be operated by an older adult or person 
with dementia, rather than whether potential users or carers perceived it would fit into daily life. 
Yet, as dementia affects people in different ways, collecting qualitative accounts of how ATs 
contributed to their particular experiences may be useful.  
Figure 4: Potential reasons for non-use of ATs 





own expectation and expectations of social circle 
acceptance of disability 
emotional maturity / inner motivation 
progression of disability 
severity of disability and change in severity of disability 
use of multiple devices 
 
RELATED TO THE ASSISTIVE DEVICE 
quality of the device 
appearance of the device 
 
RELATED TO THE USER’S ENVIRONMENT 
social circle support 
physical barriers 
presence of opportunities (including the user’s financial and time resources) 
procedures of market for devices 
 
INTERVENTION RELATED 
taking user’s opinions into account 
instruction and training 
correct provision process and installation 
length of delivery period 
follow-up service 
 




The main criticism of the reviewed AT research was that few studies investigated the perceptions of 
potential users on the success of the device in context. That is, typically research to test an AT used 
measures of ‘success’ only within laboratory settings, and again on ‘use’ or ‘non-use’. Studies did not 
collect users’ perceptions of the role of the AT in contributing to their daily lives; whether people 
with dementia and their carers felt the product was useful and worth the money, time, and effort to 
obtain, learn, and use it was not captured. For example, Zingmark and Bernspång (2011) compared 
use of bathroom ATs to usual formal care services among cognitively-healthy older adults. The 
outcome was that the control group continued to have poor ADL performance. However, the 
authors did not capture participants’ satisfaction with the device, and therefore could not determine 
whether the bathroom ATs made a meaningful contribution to the users’ sense of well-being, or 
even whether they intended to continue to use the technologies. Although some research 
conducted on cognitively-healthy older adults found that AT use was related to feelings of safety and 
to the lack of effort required, participants provided their reasons using pre-designed tick-box 
responses (Häggblom-Kronlöf and Sonn, 2007). By ignoring or pre-empting users’ perceptions on 
ease of use and satisfaction, the success of a new device in real life may be hindered (Hagen et al., 
2004). 
 
People with dementia have differing needs, experiences, and expectations. As such, qualitative data 
are needed on the preferences that people with dementia and carers have with regards to 
technology use in the community and in care homes. These data could then take into account other 
factors that may influence AT use, for example, the severity of cognitive symptoms and their current 
formal and informal care networks (Sixsmith, 2006). Meaningful impact on quality of life, such as a 
reduction in stress, is also an important measure of success beyond whether a device was used or 
not (Bharucha et al., 2009). To illustrate, Nochajski et al. (1996) qualitatively explored users’ 
preferences for AT and demonstrated the validity of this method for eliciting meaningful and useful 
data. The authors found that although people with cognitive impairment accepted and used devices 
mostly for physical impairments (such as grab-bars and cutlery with easy-grip handles), they 
reported greater user-satisfaction with cognitive devices that aided memory and simplified tasks. 
Thus, the study found that feelings of dissatisfaction with a device were often due to the cognitive 
capabilities of the user rather than to the device’s design or any perceived stigma. Ensuring that 
individual needs are taken into account via in-depth discussion with potential users is therefore 




‘To me instead of researching how many people are in an age group . . . you need to talk to 
people and get a real feeling for what it is they need. You see everybody who is 90 doesn’t 
need the same thing!’  
 
The above quote, from an 84 year-old (cognitively-healthy) woman (Krothe , 1997, p.223), highlights 
the need for a thorough personal understanding of the potential recipients of ATs (Sixsmith, 2006). 
Such results can then be used to design and promote targeted ATs and services. 
 
The perceptions of informal carers on the value of equipment to help their relative with dementia 
are salient and related to successful use in the community. This is particularly important for people 
with severe dementia who may be unable to participate in focus groups or interviews. Yet, while 
carer perceptions have been used to assess perspectives on home modifications for people with 
dementia (Calkins and Namazi, 1991), they have rarely been used to investigate ATs used by people 
with dementia for ADLs. A particularly informative study by Edlund and Björklund (2011) conducted 
interviews with 10 family carers of older adults, cognitive health undisclosed, on products and 
technology use. Results demonstrated that participants considered ATs essential for daily activities, 
for example, because they alleviated the effort needed to assist with physically strenuous activities. 
Their results showed that the family carers’ motivation was a leading determinant of the 
technologies used by their relative. The interviews also highlighted carers’ perceived barriers to 
technology use; for many accessing information on products was difficult, and they did not want to 
search the World Wide Web for information. However, those family carers with professional 
experience of healthcare felt empowered to assess their relative’s need for ATs and request this type 
of assistance. Resistance from both the carer and the care-recipient to trialling new products was 
also reported. Other barriers included: feeling that an AT was forced on them; wanting to manage on 
their own even when an AT would make caring easier; and lack of willingness to learn about new 
devices, even if others were already used. Communication difficulties with Occupational Therapists 
(OTs) who had prescribed the technology also hindered AT use, and follow-up appointments were 
often necessary to ensure correct usage. In conclusion, these detailed results demonstrate that it is 
important for family members to perceive the need for ATs to maximise their use by a relative. 
 
In a second relevant study, interviews and focus groups were conducted with 16 informal carers to 
investigate perceptions of technologies used with their relatives with dementia (Rosenberg et al., 
2012). However, the authors focused on technologies for memory, planning, safety, and for IADLs 
such as shopping. Results demonstrated that carers felt that safety was so prime a concern that this 
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overshadowed ethical concerns about privacy. However, the two studies were conducted in Sweden 
concerning older adults with an unknown cognitive status (Edlund and Björklund, 2011), and on a 
dementia population but without a focus on ADLs (Rosenberg et al., 2012). More recent work on 
family members’ perceptions also indicated they had positive and negative views on ATs for 
dementia care (Gibson et al., 2015), but again did not focus specifically on devices for ADL 
performance. In summary, the perceptions of people with dementia and their family carers toward 
ATs in England are needed, given that services in England can vary from those of the other UK 
countries as discussed in Chapter 2. Moreover, data on formal carers’ perceptions of the use of ATs 
for ADL performance in dementia care are scarce (Innes, 2009). Carers’ perceptions are important as 
their real-world experiences may enable them to identify ethical considerations not previously 
considered in academic literature. Some potential ethical issues are described below. 
 
4.7: Ethical considerations for ATs used by people with dementia 
The potential adverse aspects of ATs used to assist people with dementia to perform ADLs need to 
be acknowledged and debated (Cash, 2003, Mahoney et al., 2007). Technology use is not neutral, 
and in fact may have a negative transformative effect on the person’s behaviour (Sharon, 2014) and 
well-being. These transformations may be a result of: the misuse of the technology; an over-
estimation of its ability to eliminate risk; the person with dementia’s perception that the use of an 
AT would change the way others view him or her; or the person’s view that they have not been able 
to choose their own AT. A further concern may be that the use of an AT removes the need for the 
presence of humans completely, which could contribute to isolation. It is also debated as to who AT 
use truly benefits and whether the person with dementia or their carer is truly the ‘user’. These six 
ethical issues are discussed below. The debate around the infringement of civil liberties surrounding 
tracking technology will not be discussed (Cahill et al., 2007, Mihailidis et al., 2004a), as this thesis 
focused on the performance of ADLs and not getting lost while walking outside (previously termed 
‘wandering’) (Marshall and Kate, 2006). 
 
The first ethical consideration for ATs for ADLs is the potential misuse of a device through its overuse 
(Bentley et al., 2014, Cheek et al., 2005, Rialle et al., 2008). Too much technological support could 
act to remove the capacity of the person to adapt and compensate to challenges (Pew and Van 
Hemel, 2004). For example, a person with dementia may use a walking frame at all times to assist 
with their gait. By using it every time they walk they are reducing their risk of falling; yet there is also 
a risk that they are affecting their chance to improve or maintain some physical function such as 
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balance, muscle strength, and flexibility. If they trip, their body may be less able to react quickly and 
potentially prevent a fall. Therefore, a safety-enhancing and labour-saving walking frame could 
ultimately lead to a poorer state of physical health and sedentariness, as the person moves less and 
does less for themselves (Barzel, 1991). 
 
The second issue concerns if potential and actual users wrongly-perceive that the AT reduces the risk 
of danger: fall, injury, or death. There is a concern that some ATs may provide a false sense of 
security. Yet ATs can only manage risk, not remove it completely. Some degree of risk is inevitable if 
people with dementia are to be encouraged to perform ADLs for themselves for as long as possible. 
Therefore, the person with dementia and their carers should discuss what level of risk is acceptable 
in order to maintain the person's well-being and dignity, and what the perceived and actual risks are. 
A balance should be made between allowing people with dementia to take risks and attending to the 
carer’s own needs by helping them to keep the person with dementia safe. However, some 
technologies may ‘reduce risk’ to the extent that they enable too much control over the person; for 
example, Ben Mortenson et al. (2012) observed wheelchair lap belts worn by care home residents, in 
place to reduce falls, to over-restrict them and impinge upon their liberty. 
 
A third issue with AT use is that it may contribute to damaged psychological health if the person with 
dementia feels it means they are viewed negatively by others (Demiris and Hensel, 2009, Nygård, 
2008). Pendant and other telecare alarms have been cited by some older adults as attracting 
negative attention as it presents them to others as having high care needs (Courtney et al., 2007). 
Damaged psychological health or altered behaviour could also be extended to informal and formal 
carers, for example, if surveillance-type technologies are introduced in care homes (Social Care 
Institute for Excellence, 2014). Potential users could ultimately reject the device, even though they 
may have benefitted from it. Indeed, research has demonstrated that older adults are often resistant 
to the use of ATs for appearance reasons (Bentley et al., 2014, Häggblom-Kronlöf and Sonn, 2007, 
Hoenig et al., 2003). This therefore presents a barrier to device use (Bossen et al., 2015). However, 
this has not been explored with people with dementia, who may be as concerned about their 
appearance as any person. Alternatively, ATs could positively contribute to maintaining appearance. 
For example, Lawton (1998) discussed continence technologies such as continence pads or catheters 
as ‘re-bounding’ a person and informal carer back into a socially acceptable state. 
 
Fourth, the person with dementia’s thoughts and wishes should at all times be the focus of informal 
and formal carers when designing appropriate care plans. If a person with dementia does not want 
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to use a technology they should not be obliged to obtain and trial it. Although the presence of ATs 
could make a positive contribution to someone’s life, for example, by increasing safety (Garwood, 
2010), decision-makers should stay mindful of the person with dementia’s wishes. Technologies may 
not be appropriate for all; if an AT does not meet their individual needs and preferences it may be 
ineffective or even cause confusion or distress. Technologies have the potential to disable a person 
with dementia as well as to enable them (Shinohara and Wobbrock, 2011). 
 
A fifth ethical concern may be if the use of an AT removes the need for carers and thus human 
contact (Bentley et al., 2014, French, 1998, Sixsmith, 2000). Indeed, Skymne et al. (2012) 
demonstrated that frail older adults agreed in principle to the benefits of ATs but were easily able to 
perceive the risk of isolation:  
 
“Sometimes when you get an assistive device that you like and is very useful, the help you get 
from friends and relatives is not as natural any more. They then think one can manage 
alone” (Skymne et al., 2012, p. 199). 
 
Human contact is crucial for people with dementia and contributes to their sense of well-being 
(Branfield and Beresford, 2010). Human contact is also important for promoting AT use among 
people with dementia (Mahmood et al., 2008). It is always necessary to consider whether the new 
AT could potentially increase the user’s isolation or alternatively enhance their social contact, for 
example by helping them to go out more often (Demiris and Hensel, 2009). However, Agree (1999) 
emphasised that ATs can have advantages over human care as they do not require on-going co-
operation with another person, something that itself can impact on well-being. 
 
The sixth ethical issue considers which person is the true beneficiary of AT use in dementia care 
(Bonner and Idris, 2012, Gibson et al., 2015, Godwin, 2012). To illustrate, a person with dementia 
received a DFG to install a wet-room complete with shower and sink seats, hand-rails, raised toilet 
seat, and more. It is unclear whether the advantage of the new environmental modifications and ATs 
was really: for the person with dementia to use the wet-room to perform tasks alone and safely; for 
the family member, as it reduced the time spent on caring tasks and stress; for the formal carer who 
used it to save time during their visit; or for the Government which provided the DFG with the 
overall aim of reducing care home admissions and therefore expenditure. Nevertheless, if the 
introduction of the wet-room enabled the carer to have a more meaningful time with the person 




In summary, the ethical issues presented here are salient for people with dementia, informal carers, 
and health or social care professionals. These issues may even become barriers for the uptake of ATs 
for ADL performance (Godwin, 2012). Technologies should only be used in conjunction with an 
appropriate living environment, appropriately trained carers, and for an appropriate activity. The 
literature suggests that they should not be used to replace direct human contact. Furthermore, their 
design should be suitable to the needs of people with dementia. 
 
4.8: Understanding dementia for appropriate AT design 
Good design is key to enabling a person to have the best experience of care (Forlizzi et al., 2004). If a 
technology is to support people with dementia, it needs to be attuned to their capabilities (Boger 
and Mihailidis, 2011, Bossen et al., 2015). Technology designers should co-produce with people with 
dementia to ensure appropriateness (Boger et al., 2006, Mountain, 2013, Span et al., 2013, Wherton 
and Monk, 2008). For example, use of ATs may be rare not only because learning to use them is 
challenging for people with dementia, but because of additional cognitive symptoms such as apraxia 
(difficulties with motor co-ordination) (Orpwood et al., 2004, van Hoof and Kort, 2009). 
 
Designers, engineers and those considering home or environmental modifications need to be aware 
that dementia also impairs the senses such as smell (Duff et al., 2002) and vision (Jones and van der 
Eerden, 2008). For example, people with AD may experience visuo-perceptual mistakes called 
hallucinations (Jones and van der Eerden, 2008). Hallucinations can occur because of impairments in 
texture discrimination; patterned and reflective surfaces may be viewed as wet patches, holes, or 
shadows  (Jones and van der Eerden, 2008). Colour perception also becomes impaired as dementia 
progresses; in particular blue, purple, and green aspects of the colour spectrum may be perceived as 
grey (Jones and van der Eerden, 2008). Visuo-perceptual difficulties were manipulated in the past to 
control the behaviour of care home residents with dementia; for example, the placement of mirrors 
or patterned carpets at exits to prevent people with dementia from using them. Now, after 
considering the frightening effects these methods could have, other interventions are used to 
prevent people with dementia entering forbidden areas. For example, doors are painted the same 
colour as surrounding walls so that they blend in, or memorabilia displays distract attention (Jones 
and van der Eerden, 2008). Visuo-perceptual aspects that need to be taken into account when 
designing ATs include ensuring that strong colour contrasts are presented; for example, the use of a 
dark placemat to make a white plate stand out (Beck et al., 1993). Manufacturers of ATs have a 
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responsibility to understand issues such as these in order to produce appropriate, effective 
technology. For example, when designing room signs for way-finding it is necessary to: keep the sign 
a bright colour, a matt texture, uncomplicated, and not highly patterned. 
 
The most useful types of ATs for people with dementia may be those which are ‘passive’ and do not 
require activation to operate, such as fall and water-level sensors (Bonner and Idris, 2012, Riikonen 
et al., 2010). Indeed, recommendations on effective ATs for people with dementia include that they 
should not require any learning and require minimum user interaction (Orpwood et al., 2004). 
Devices that meet these criteria may also be those which are low-cost, such as elasticated shoelaces 
or Velcro fastenings; these may be used more often in the community than smart technologies that 
also meet the criteria but are expensive. Indeed, financial constraints may be an important barrier to 
AT use, especially as people living in the community may be required to fund their own technologies 
if they exceed the threshold set by the means test, as discussed previously in Chapter 2. 
 
4.9: Chapter 4 summary 
In this chapter, ATs were introduced as a type of external support to assist with the ADL 
performance of people with dementia. Technologies can either expand the bodily capacities of the 
individual, modify their environment to alleviate some task disability, or reduce some task 
complexity. There is some concern whether people with dementia can, or should, use ATs without 
human supervision or assistance owing to complications resulting from cognitive impairment. There 
are also multiple key gaps in knowledge concerning: current and actual use of ATs for ADLs in 
community settings; how people with dementia and their carers find out about relevant services and 
available ATs; and how use of ATs is maintained by this population. An understanding of these issues 
will be important for designing appropriate technology policies, marketing strategies, and for 
providing dementia care services. 
 
Furthermore, people with dementia and their carers may have particular barriers to AT use that 
differ from those of cognitively-healthy but physically-frail older adults. Yet, even if barriers are 
overcome, a time may come when a person with dementia may need to relocate to a 24-hour care 
facility. As such, in the following chapter the discussion continues with an investigation of the crucial 
‘tipping point’ triggers for institutionalisation among people with dementia; how relocation 
decisions are made; and whether the presence or non-use of ATs contributes to these decisions. 
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Chapter 5: The transition from community to care home 
The previous two chapters showed how, according to the disablement process model, people with 
dementia may present with ADL disability (Nagi, 1991, Nagi, 1965), and the ways in which human 
and technological support may assist with the performance of ADL-related tasks (Verbrugge and 
Jette, 1994). In this chapter, the relocation of people with dementia into a care home as their 
cognitive and physical functional limitations progress is discussed. For this study, relocation to an 
institution refers to placement in a residential care home (where social care for ADLs is provided) or 
in a residential care with nursing home (where health and social care is given) (Alzheimer's Society, 
2014c). The two are referred to under the umbrella term ‘care home’ throughout this thesis. The 
phrase ‘at risk’ for care home placement was not used in this thesis as this phrase may lead the 
reader to automatically consider institutionalisation as negative, whereas there can be positive 
aspects to care home life. 
 
The first section of Chapter 5 discusses the presentation of literature exploring institutionalisation. 
Then, the concept of residual disability is introduced as a hypothesis to explain why 
institutionalisation may be inevitable, even with carers and ATs to support ADLs. This is followed by 
a brief discussion of reasons why people with dementia may prefer to remain living at home and 
receive ADL assistance there. Then, research evidence identifying the triggers of institutionalisation 
pertinent for people with dementia is presented. This is followed by discussion of research which 
investigated decision-making around institutionalisation of people with dementia: who is involved in 
the decision, and a theoretical model of how such decisions may be made. The scoping review 
highlighted that both the triggers and decision-making fields of research typically ignored the 
contributory role of AT use in community settings. 
 
The presentation of literature exploring the lives of people with dementia who reside in care homes 
is then discussed. The benefits of living in a care home to people with dementia are presented. Once 
again, exploration of the use of ATs in institutions, and resulting contribution to dementia care 
there, was notably absent in the literature. Research exploring relationships that informal and 
formal carers have with care home residents with dementia, and the contribution families may make 
to ADL assistance there, is then discussed. The final chapter section highlights the dearth of 




5.1: Presentation of reviewed literature for topic 4 
Sections 5.2 to 5.5 of Chapter 5 cover the scoping review of literature for the fourth topic: the 
tipping point for the person with dementia to relocate to a care home, and how institutionalisation 
decisions are made. In Chapter 3, a conceptual introduction to disablement was presented prior to 
the discussion on ADLs and social care (human and technological assistance). Here again it was felt 
that discussion for topic four should be preceded by theoretical work on understanding why 
disability may lead to a relocation of care. Thus, in section 5.2 the discussion focused on the role of 
underlying and residual disability on institutionalisation. These terms had first been identified when 
reviewing the literature for previous topics, and were introduced by authors frequently cited in this 
scoping review: Agree and Freedman (2003), and Verbrugge and Jette (1994). Whilst American and 
slightly older, the concepts and model used in this section felt relevant to the topic at hand. The 
Agree and Freedman (2003) model was used because it was the only identified paper on concepts of 
ADL difficulties and institutionalisation that acknowledged that ATs may contribute to reducing 
underlying disability. Although some empirical research findings exploring these concepts were 
referenced, this work was done by the same authors and thus may have been subject to some bias. 
Nevertheless, it was perceived as a framework that may usefully aid data analysis later in this 
exploratory study. 
 
Section 5.3 continues with the first of two debate sections on institutionalisation which arose from 
the thematic analysis of literature for the scoping review. This section highlights the reasons that 
people with dementia would prefer to remain at home. Papers were perceived to fall into three sub-
themes, and those referenced within were chosen for their relevance to the argument presented. 
Here, some older papers were used when defining some concepts such as ‘environmental-press’ or 
the ‘sick role’, as it was preferred to reference original authors. Not all data in this section were 
dementia-specific, reflecting a need for more work in this area. The counter-claim to the 
institutionalisation debate explores the benefits of relocation to a care home, and is presented later 
in section 5.7. 
 
Two other themes which were identified when appraising data for this topic explored the experience 
of institutionalisation further. They were twofold because they could be divided into research which 
used quantitative data to identify triggers for institutionalisation and that which qualitatively 
explored decision-making around relocation of care. These are presented in sections 5.4 and 5.5 
respectively. Only papers using populations with dementia were referenced for section 5.4 on 
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statistical triggers. Some grey papers were used to refer to the UK context, such as the number of 
care home beds filled by people with dementia. Only those papers of most relevance and with 
strength of design were preferred for this section. Empirical research identified multiple factors that 
could influence institutionalisation; those related to the three themes of dementia (or at least 
indicated cognition), ADL performance, and AT use were of most interest. However, the other 
variables, such as socio-demographic circumstances and informal carer characteristics, were 
presented due to their significance. Crucially, it was observed that no relevant research included the 
use, or non-use, of ATs in their study designs. 
 
In addition to the identification of predictors for institutionalisation, other research focused on the 
experiences of making relocation decisions for older adults. This is presented in section 5.5. First, a 
discussion on the legal framework was made, which necessitated the reference of grey literature. 
Then, peer-reviewed academic papers were used to explore decision-making. It was of interest to 
identify any models that may conceptualise relocation decisions for care-recipients and informal 
carers. The Caron et al. (2006) decision-making model was deemed the most relevant for this 
exploratory study given its inclusion of multiple factors and focus on a dementia population. As with 
the underlying and residual disability model present earlier, it was perceived as potentially relevant 
to later study findings. The model was, however, criticised within the section for its lack of country 
context, lack of subsequent application in research, and no explicit references to the role of ATs. 
Indeed, like the section preceding it, it was identified that a key knowledge gap for this topic 
concerned little evidence on the role of ATs for ADLs towards relocation triggers and decisions 
concerning people with dementia. This contributed to the finalisation of research question 4, and 
the desire to explore the role of ATs in institutionalisation. 
 
5.2: Residual disability may explain the need for care relocation 
As discussed in Chapters 3 and 4, human assistance and ATs for ADLs may slow the disablement 
process either by reducing the impact of cognitive and physical functional limitations or by modifying 
the environment (McCreadie and Tinker, 2005). Yet, although carers and technologies may buffer 
the difficulties the person would have experienced (Allen et al., 2001), they are not always able to 
eradicate the person’s disability completely. Verbrugge and Jette (1994) used the terms ‘underlying 
disability’ and ‘residual disability’ to distinguish between the person’s (dis)abilities prior to and after 
receiving help. Underlying disability is the person’s disability, as a result of their functional 
limitations and environmental demand, when performing ADLs alone (Verbrugge and Jette, 1994). 
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Residual disability is the remaining difficulties that the person experiences when performing an ADL, 
even with: human help, technological assistance, or environmental modifications (Verbrugge and 
Jette, 1994). Figure 5 below illustrates Agree and Freedman’s (2003) model of the link between 
underlying and residual disability, and the accommodations which may act to reduce underlying 
disability: personal care (human carers), ATs, and environmental modifications. For example, a 
person with dementia has difficulty eating food from a plate: he or she stares at the food for a long 
time, is unable to hold a fork firmly in their hand, and drops food frequently. This demonstrates the 
person’s underlying disability (Agree and Freedman, 2003). Yet, with the introduction of a brightly-
coloured tablecloth to enable the person to perceive the plate, a large-handled and angled ‘spork’ 
(fork-spoon hybrid) to enable food to be scooped and held on the utensil more easily, and a carer to 
verbally prompt the person to perform actions, they may be able to feed themselves. However, 
some difficulties with eating may still remain; this is the person’s residual disability (Agree and 
Freedman, 2003).  
 
 
   





 compensation with personal 
care 
 enhanced capacity with 
assistive devices 
 reduced barriers with 
environmental modifications 
RESIDUAL DISABILITY 
 time, energy and pain 
 need for additional 
assistance 
Source: Agree and Freedman (2003) 
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Research has shown variations in residual disability according to the accommodations used by or 
with the person. For instance, Agree (1999) showed that people with physical functional limitations 
aged 70 years and older who used ATs-only for ADLs reported less residual disability than people 
who used carers-only or had both carers and ATs. Similarly, Verbrugge et al. (1997) found that 
people using ATs-only had a better chance of improving their residual disability than people who 
relied on carers-only or both types of assistance. Three patterns of preference were also observed 
among Verbrugge et al.’s (1997) participants, who were aged 35-90 years old and had physical 
functional limitations: they all preferred ATs prior to receiving assistance from human carers; males 
were more likely to use ATs-only compared to females who were more likely to use carers-only; and 
adults aged 75 years and older were more likely to use any type of assistance compared with 
younger participants (Verbrugge et al., 1997). However, Agree and Freedman (2003) found that 
people who used ATs-only had less initial underlying disability with ADLs than people who used part 
or complete human care. That is, people who preferred to only use ATs experienced less difficulties 
at baseline compared to others. Nevertheless, these studies provide insights into: the benefits of ATs 
for ADL performance; the potential of devices to reduce the impact of disability; and that people are 
willing to use technology when the alternative is assistance from formal carers. However, most of 
these studies were conducted on physically-unhealthy but cognitively-healthy populations. 
Therefore, the participants would have been able to reason and weigh up decisions regarding the 
type of assistance they chose. As dementia affects cognitive functioning including: insight, reasoning, 
planning, and understanding consequences (Cahill et al., 2007, Sarafino, 2006), additional difficulties 
in the adoption of ATs may be present for those with dementia. Thus, in this study, the reasons for 
use and non-use of ATs for ADL disability by people with dementia were captured. 
 
Exploring remaining difficulties post-AT use are important as it has been hypothesised that the 
continued presence of residual disability is likely to lead to a decision to institutionalise (Verbrugge 
and Sevak, 2002); that is, to relocate to a person to a place where more intensive caring assistance 
for ADLs can be provided. Therefore, this study also explored whether, in the opinion of informal 
carers, their relative with dementia’s use of ATs at home contributed to or delayed the care home 
relocation decision. To enable full exploration of institutionalisation decisions, the reasons why 




5.3: Reasons why people with dementia may want to remain at home 
In this thesis, remaining at home refers to living in a non-healthcare, community setting with 
appropriate services if necessary, such as human and technological assistance (Cheek et al., 2005). 
Living in the community may mean living in: the person’s own home, the home of family members, 
in sheltered housing, or in other warden-based schemes. It includes persons who receive formal care 
services in these locations. In this section, reasons are presented as to why remaining in one’s home 
may be perceived by the general public, people with dementia, and informal carers as their 
preferred location of care. The preferred location of care may be in the community because: the 
home environment could be manipulated and controlled to support ADL performance adequately; 
the care-recipient may have a strong psychological connection to their home and desire to maintain 
social connections; and because perceptions of what being in a care home might mean for the 
resident’s future may cause resistance to relocation. These three reasons are considered below. 
 
For this research, one of the most salient reasons people with dementia may want to remain in the 
community is that they perceive institutionalisation to be unnecessary if they are able to adapt their 
home environment to manage their ADL disability (Corcoran and Gitlin, 1991). Adapting the home 
may reduce the environmental-press the person experiences. Environmental-press is the 
phenomenon in the disablement process whereby the physical environment contributes to the 
disability experienced because it does not change in accordance with the person’s increasing 
functional limitations (Lawton and Nahemow, 1973, Lawton, 1982). Adapting the home 
appropriately can reduce environmental-press and optimise ADL performance (Corcoran and Gitlin, 
1991). For example, adaptations such as leaving the bathroom door open and relevant ATs such as 
room signs, memo-minders, and a calendar may help a person with dementia improve their 
disorientation when locating the toilet, thus aiding continence ADL. Environmental adaptations and 
aids to support physical impairments could include setting up furniture in strategic places to aid 
balance and mobility, or ATs such as a raised toilet seat. 
 
A second reason people may wish to remain in the community is their psychological connection to 
their own home (Slater, 1995). Older adults’ preference to live at home may remain even if the 
environment becomes unsafe (Hagen et al., 2004, Nugent et al., 2007) because they want to conduct 
ADLs in comfort, privacy, and security. Further, people may prefer to stay living in their own space 
because they perceive their home and possessions to represent their identity and accomplishments 
(Krothe, 1997, Kontos, 1998). Living at home has been shown to contribute positively to a person’s 
114 
 
sense of autonomy and to help them to maintain their social network (Aminzadeh et al., 2010). 
Losing one’s possessions, social network, independence, identity, and privacy often invokes fear 
(Aminzadeh et al., 2010). Hence, the prospect of moving to a care home may be frightening because 
it is perceived to be linked to different types of loss.  
 
The perception of what being in a care home might mean for the person with dementia’s future can 
contribute to the desire to remain living at home (Tinker et al., 2013). There are high rates of 
depression and mortality among care home residents (Abrams et al., 2016). It is well documented 
that institutionalised people with dementia have longer acute illness recovery times and are in 
poorer health than those who remain in the community (Krothe, 1997). However, it is also the case 
that people with dementia who enter a care home are usually those with greatest physical and 
cognitive impairments (Bharucha et al., 2004). They are also those with the greatest levels of 
disability as their dementia and co-morbidities progress over time (Helvik et al., 2014). Thus, it is not 
surprising that mortality and morbidity among this group is higher, if care home residents are among 
the oldest and frailest in the population (Davies et al., 2011). However, the poor outcomes of care 
home residents have been hypothesised to be further affected by care home staff over-estimating 
frailty and so over-caring for residents, subsequently leading to premature loss of ADL ability (Beck 
et al., 1997). Being assisted completely can contribute to a care-recipient’s sense of learned 
helplessness; if they no longer do anything for themselves they may eventually identify with their 
‘sick role’, and increase their reliance on others (Faulkner, 2001). 
 
As some people may be frightened of the prospect of care home life, the desire to remain living at 
home may be a motivating factor for using ATs which could prevent or delay the relocation of care 
(Mahmood et al., 2008). Indeed, the perception that a device could keep a person at home for 
longer has been found to be a good predictor of AT use in a cognitively-healthy population 
(McCreadie and Tinker, 2005). Research question 4 of this study explores whether use of ATs 
contributes to a decision concerning the relocation of care. Empirical evidence identifying common 
triggers of institutionalisation among people with dementia is discussed below. 
 
5.4: Triggers for institutionalisation 
Although there is a wide body of literature on the institutionalisation of older adults in general (for 
example, Grundy and Jitlal, 2007), this section presents empirical evidence on relocation triggers 
solely among people with a clinical diagnosis of dementia. It is estimated that 27% of people with 
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dementia aged 65-74 years old reside in care homes, this figure rises to 61% of people aged 90 years 
and older with dementia (Knapp and Prince, 2007). Currently, there are 18,255 care homes in the UK 
providing 459,488 beds (almost three times the number of hospital beds) (Davies et al., 2011), and it 
is estimated that at least two-thirds of these are occupied by people with dementia (Alzheimer's 
Society, 2014c). It is important to identify how people with dementia transitioned into care homes in 
order to understand the role of ATs in delaying or preventing the relocation of care. The scoping 
review of literature identified significant predictors for institutionalisation among people with 
dementia, the four most commonly identified were: the level of ADL disability of the person with 
dementia; the care-recipient’s socio-demographic circumstances; characteristics of informal carers; 
and receipt of formal care. Each of these is discussed in more detail below. 
 
First, and most crucially for this research, evidence demonstrated that people with dementia’s 
difficulties performing ADLs, and the lack of associated support, was significantly associated with 
institutionalisation (Luppa et al., 2008). There was strong evidence to suggest that the more severe 
the dementia symptoms the more likely the relocation (Luppa et al., 2012a, Young, 2009, Strain et 
al., 2003). However, Juva et al. (1997) found that ADL disability was a more salient factor in 
relocation than memory impairment alone. Juva et al. (1997) demonstrated that among people with 
dementia, an inability to complete even one ADL was associated with living in a care home. Other 
research has indicated that when people with dementia received assistance from others for bathing, 
toileting, and feeding activities (Gaugler et al., 2003, Gaugler et al., 2007, Luppa et al., 2012b, Young, 
2009); had meals-on-wheels (Luppa et al., 2012a); and used an AT for immobility such as a scooter, 
walker, or cane (Luppa et al., 2012a, Luppa et al., 2012b, Young, 2009), these factors were all 
significant predictors for moving to a care home (Gaugler et al., 2009b, Horgas and Abowd, 2004, 
Luppa et al., 2012b, Wackerbarth and Johnson, 1999, Wherton and Monk, 2008). In summary, the 
research evidence suggests that the presence of ADL disablement can lead to a relocation, and 
moreover has greater influence than the presence of cognitive impairment alone (Nagi, 1965, 
Verbrugge and Jette, 1994). This warrants further investigation to explore the specific causes of an 
ADL difficulty and its link to the reason for the relocation. For example, consider the ADL of feeding. 
Research indicates that poor nutritional status is strongly predictive of institutionalisation among 
people with dementia (Zekry et al., 2009). Yet, malnutrition may be the result of any of the following 
three factors: the person may have been too physically frail to prepare food; unable to (cognitively) 
perceive that they were hungry; or had an environment (kitchen) that did not meet their needs. Any 
one of these factors, or a combination of these, could have contributed to the malnutrition. Without 
investigating the determinants of the ADL difficulties, appropriate care and AT services are difficult 
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to provide. For instance, a formal carer could have been deployed to prepare food, a cognitive 
orthotic AT could have prompted for mealtimes, or the kitchen could have been modified with glass-
fronted cupboards. Furthermore, there is mixed evidence in the research literature about the link 
between levels of disability and institutionalisation. Wattmo et al. (2011) found that only IADL 
disability was related to relocation among people with dementia, and not baseline ADL disability nor 
change in ADL disability. Coehlo et al. (2007) found that ADL disability of people with dementia 
predicted the timing of relocation but not the event itself. More exploration in this field is required.  
 
A second key group of institutionalisation triggers related to the socio-demographic circumstances 
of the care-recipient. Living alone, being older, female, single or widowed, and having poor social 
support were positively related to care home placement among people with dementia (Bharucha et 
al., 2004, Luppa et al., 2012a, Luppa et al., 2012b, Young, 2009). Having more children was inversely 
linked to institutionalisation; this is most likely because children can share caring responsibilities 
(Drame et al., 2011). These findings demonstrate that external contextual factors are as important as 
the care-recipient’s bodily traits for investigating institutionalisation. 
 
The third salient group of triggers related to the characteristics of informal carers of people with 
dementia. Evidence suggested that carer ‘type’ may be an important predictor of care relocation, 
such as being a new carer (Gaugler et al., 2005) or an adult child rather than a spouse (de Vugt et al., 
2005). Other research demonstrated that informal carers’ negative emotional reactions to the 
behaviours of their family members with dementia were significantly predictive of 
institutionalisation (de Vugt et al., 2005, Gaugler et al., 2009b). The behaviours that may be 
displayed by some people with dementia such as getting lost, paranoia, and aggression can lead to 
carer stress (de Vugt et al., 2005). Other negative emotional reactions of carers indicated in the 
scoping review as institutionalisation triggers included: role captivity, depression, and desire to 
institutionalise (Alspaugh et al., 1999, Gaugler et al., 2000, Gaugler et al., 2009b). The significance of 
role captivity, that is, feeling trapped by one’s caring obligations, as a predictor was investigated by 
Gaugler et al. (2000) and measured by statements relating to the involuntary aspects of caring such 
as ‘I feel like I have no choice but to provide care’. Results showed that when other family members 
provided overnight help and assisted with ADLs to give the informal carer some respite, the person 
was less likely to be institutionalised. Depression was another carer characteristic related to 
institutionalisation, although it may be indirectly linked through feelings of captivity (Alspaugh et al., 
1999). Although interventions to address carers’ depression reduced their sense of task demand and 
overload, the evidence suggested that feelings of captivity were resistant to change and were 
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sometimes only reduced after institutionalisation occurred (Aneshensel et al., 1993). A mixed-
method study by Cohen-Mansfield and Wirtz (2009) demonstrated that institutionalisation was 
partly predicted by carers’ depressed affect in the questionnaire component of their research. Yet, 
depressive feelings were not mentioned by the carers themselves during interviews. Other research 
on carer characteristics showed that the desire to institutionalise a relative was significantly 
predictive of care relocation (Gaugler et al., 2009b). The desire to institutionalise was itself 
associated with: carers’ depression and stress (Gallagher et al., 2011, Spitznagel et al., 2006); non-
spousal status (Gallagher et al., 2011); greater knowledge of dementia and low social support 
(Spitznagel et al., 2006); and a poor quality pre-dementia relationship between the carer and care-
recipient (Juva et al., 1997, Winter et al., 2011). For these studies, ADL disability had a weaker 
influence on the desire to institutionalise in comparison to carer and family characteristics. This 
finding could be considered encouraging as some of the negative effects of these characteristics may 
be improved with targeted therapeutic interventions. However, these studies were focused on 
desire and intentions only, and not the mechanisms of how such desires translate into behaviour 
(actual institutionalisation). That is, a desire to institutionalise may not necessarily lead to a 
relocation decision (Webb and Sheeran, 2006). 
 
The fourth predictive topic for relocation of care concerned the receipt of formal care services. In 
Chapter 3 it was discussed that at-home formal care services could prevent or delay 
institutionalisation (Zarit et al., 1999). However, other research demonstrated that the presence of 
formal carers was significantly related to institutionalisation (Habermann et al., 2009). It may be that 
receiving assistance from formal care services indicates that people with dementia are already 
experiencing such significant functional decline they will inevitably eventually become too impaired 
for informal and formal community-based care. More research is needed on this. 
 
5.4.1: Gap in knowledge concerning the role of ATs in institutionalisation triggers and decisions 
The scoping review identified four topics of significant predictors of institutionalisation among 
people with dementia, presented above. Yet, none of the studies presented above captured the role 
of ATs used by people with dementia to perform ADLs. Although some research demonstrated that 
devices used to support poor mobility (scooter, walker, cane) predicted relocation (Luppa et al., 
2012a, Luppa et al., 2012b, Young, 2009), none focused on ATs for the ADLs under investigation in 
this thesis. Yet, device use may: predict institutionalisation, as the mobility-related ATs above did; 
make no contribution at all to a relocation of care; or prevent or negate a decision to move. To 
understand the phenomenon of institutionalisation and how ATs may contribute, more information 
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is needed on how relocation decisions are made. For example, if the decision to institutionalise 
typically lies with the family (Gaugler et al., 2003), the question remains as to which trigger made the 
family begin to discuss potential care relocation. Retrospective evidence is also needed to outline 
who made the decision and when, the factors that were taken into consideration during discussions, 
and whether other options were considered to keep the person living at home. There is a possibility 
that the use or non-use of ATs has more effect on decision-making than current evidence indicates. 
Some research has aimed to investigate the underlying reasons for a decision and experiences of 
making it. 
 
5.5: Decision-making for institutionalisation 
The quantitative data identifying the triggers for institutionalisation discussed above do not allow a 
deeper exploration of the experience of making a decision to relocate care. Furthermore, the 
triggers do not make the institutionalisation decision: humans do (Krull, 2013). In this section, the 
legal framework governing who can make an institutionalisation decision with or for a person with 
dementia is presented, followed by the contribution of health professionals. Then, a decision-making 
model that illustrates why, and when, such a decision may occur is presented (Caron et al., 2006). 
 
5.5.1: The legal framework 
People with dementia may be unlikely to make a decision to relocate to an institution themselves, as 
cognitive impairments can affect the ability of an individual to appropriately assess their lives in 
relation to ADL performance and safety at home. As such, others may need to act in their best 
interests to make a decision for them. Under English law all attempts to enable a person to make a 
decision for themselves must first be made according to the Mental Capacity Act (2005) (MCA) (UK 
Parliament, 2005) which was first introduced in Chapter 2. The MCA provides guidelines to enable 
vulnerable adults, which includes people with dementia, to make decisions for themselves wherever 
possible. The MCA also provides guidance on how others can make a decision on behalf of the 
individual with dementia if it is assessed that a person lacks capacity to make a decision for 
themselves. More explanation about the legal decision-making process for research is provided in 
Chapter 7, as participants with a clinical diagnosis of dementia were partly involved in the data 
collection for this study. For institutionalisation, if a person with dementia is assessed as lacking the 
capacity to make such a decision, someone who has registered Lasting Power of Attorney (LPA) 




5.5.2: The contribution of health professionals and families 
Historically, relocation decisions were often made by the medical professionals involved in the 
person’s care, but evidence demonstrated that adults preferred a family member to make such a 
decision on their behalf were they to become incapable of deciding for themselves (Menne et al., 
2008). This shift from a paternalistic model to person-centred decision-making is considered the best 
solution when the individual cannot decide for him or herself (Caron et al., 2005). Yet, the initial 
suggestion of institutionalisation may still be made by a health or social care professional. Family 
members may lack the confidence to oppose the professional’s view and as such, conflicts between 
their preferences can sometimes arise (Burke, 2010, St-Amant et al., 2012). However, little research 
was found in the scoping review on who typically makes a relocation decision with or for people with 
dementia. More evidence on this issue is required, and was captured during this study. 
 
5.5.3: A decision-making model 
As well as who makes a relocation decision, how the decision is made has been explored. Canadian 
researchers Caron et al. (2006) devised a theoretical model of the decision-making process for 
institutionalisation among people with dementia. Figure 6 below presents their decision-making 
model, which concerns four categories of factors for consideration. The first category acknowledges 
the abilities, disabilities, self-governance, and decision-making capacity of the person with dementia 
(Caron et al., 2006). The second set of factors relate to the informal carer and their perception 
whether they are able to provide quality care for their relative (Caron et al., 2006). For example, the 
need for the decision may arise only once it is perceived that the care-recipient requires more 
intensive ADL assistance than the carer can provide (Boger et al., 2006, Mihailidis et al., 2008). 
Therefore, it may be the carer’s ability to cope with these issues at home, rather than the issue itself, 







Figure 6: Decision-making model for the institutionalisation of people with dementia 
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The third set of decision-making factors in Figure 6 relate to the context of care, including informal 
and formal support, and the physical and non-physical environment. This also concerns the presence 
of a precipitating event which may rapidly alter the situation and means that the decision cannot be 
made gradually in response to the person’s disablement. To illustrate, a cerebrovascular accident (a 
stroke) may leave the person with dementia with instant and significant additional functional 
limitations. The person with dementia becomes more unable to participate in a potential decision, 
and the carer may perceive that he or she does not possess the specialised caring skills required to 
support their relative’s daily needs. Relocation and its timing may also be dependent upon 
contextual factors outside of the caring dyad’s control; for example, care home waiting lists or the 
availability of home-based formal care (St-Amant et al., 2012). The fourth category of factors in the 
model concerns the influence of health professionals in triggering a conversation about 
institutionalisation; this was discussed previously in sub-section 5.5.2. 
 
Yet, although Caron et al.’s (2006) model demonstrates that a relocation decision can be complex, 
no empirical evidence of applications of this model could be found in published literature. Caron et 
al. (2006) were commended for including the perspectives of the care-recipient, but criticised for 
excluding the Canadian legal context concerning decision-making with and for people with dementia 
(Taghizadeh Larsson and Österholm, 2014). In this research project, the extent to which the 
decision-making factors in Caron et al.’s (2006) model applied to people with dementia and informal 
carers in an English context were explored. 
 
Caron et al.’s (2006) model is unique in its field as it acknowledges the physical environment 
surrounding the person, such as the design and layout of the person’s home, to influence 
institutionalisation decisions (Lord et al., 2015). However, Caron et al. (2006) did not directly or 
specifically refer to the contributory role of ATs. Indeed, none of the reviewed literature noted 
above examined whether carers perceived that ATs delayed or contributed to a relocation decision. 
There has been, however, some evidence to suggest that telecare and sensor ATs for safety 
(Woolham and Frisby, 2002), and ‘accommodation changes’ (non-specified assistive devices and 
environmental modifications) (Spruytte et al., 2001) could act to delay or prevent institutionalisation 
for people with dementia. More data on the circumstances that may lead people with dementia to 
live in a 24-hour care facility are required; in particular, the role that ATs used to manage underlying 




Not only are decisions multi-faceted as demonstrated by the decision-making model (Caron et al., 
2006), but they can also be emotional for all involved (Wolfs et al., 2012). Care home placement is 
usually considered a last resort, and the decision itself could be made after months of deliberation 
and guilt (Wackerbarth and Johnson, 1999). Family members may have difficulty accepting that their 
community-based care is no longer the best option for their relative. Although difficult, this is a 
person-centred decision if keeping their relative with dementia at home may inadvertently lead to 
poorer care (McClendon et al., 2006). Yet despite this, staying in an unsuitable home environment is 
sometimes perceived as the ‘better’ situation compared to residing in a care home. The reasons why 
some people may prefer to remain living at home were discussed earlier in section 5.3 and included: 
the potentiality of ATs and environmental modifications to transform their house appropriately; the 
psychological connection to the home; and fear of what living in a care home may mean in relation 
to morbidity and mortality. Yet, there are many reasons why residing in a care home may be the 
best location for a person with dementia. These potential benefits follow the presentation of 
reviewed literature for the fifth topic. 
 
5.6: Presentation of reviewed literature for topic 5 
Sections 5.7 and 5.8 of Chapter 5 cover the scoping review of literature for the fifth topic: ATs used 
by and with people with dementia in care home settings, and the contribution of AT use to 
connections between residents, staff, and families. Section 5.7 presents the second side of the 
debate for people with dementia preferring to live at home (section 5.3) compared to the benefits of 
living in a care home. Only peer-reviewed academic papers were referenced in this section, but not 
all were dementia-specific. Like all papers referenced throughout this scoping review, all were 
included based on their relevance to the discussion. An older paper was included because it linked to 
the earlier-referenced environmental-press theory. 
 
In section 5.8, the discussion continues with the role of families in care home life. Papers for this 
theme focused on empirical research evidence and were chosen for relevance, but not all were 
conducted specifically on populations with dementia. Overall, the critical appraisal for this topic 
identified a key knowledge gap; no information on when and how ATs are used for ADLs in care 
homes for people with dementia including the extent to which they contribute to relationships 
between residents and carers were sourced. Furthermore, the voice of formal carers on care home 
life, ADL performance of residents with dementia, and associated AT use, was noticeably lacking. 




5.7: Benefits of living in a care home 
In this section, the reasons why care home life may be beneficial for some people with dementia in 
comparison to living in the community are presented. These reasons concern: the provision of more 
dignified, intensive, and safe ADL assistance than can be provided at home; the erosion of the 
person with dementia’s psychological connection to their own home; and the unmet social needs of 
people living in the community. Each reason is discussed in more detail below. 
 
The potential benefits of the performance of ADLs in a care home are threefold. First, receiving and 
providing assistance at home with particular personal tasks such as toileting can cause 
embarrassment or distress to the care-recipient and the informal carer (Mihailidis and Fernie, 2002, 
Mihailidis et al., 2000). The receipt of formal assistance for toileting and other private activities from 
care home staff may enhance the dignity of the person with dementia and their relationship with 
their family. The second benefit is that the person with dementia may be able to receive more 
intensive attention for ADLs in care home settings than at home (Zimmerman and Sloane, 1999). 
Care tasks can be shared by multiple formal carers over extended periods, along with human and 
technological monitoring. Staff members are usually less emotionally-invested, thus reducing the 
likelihood of experiencing the stress that can be experienced by informal carers (Zimmerman and 
Sloane, 1999). Third, care homes can provide safe locations in which ADL assistance can be given, 
and are sometimes safer than the person’s home given that it may have dementia-friendly design 
(Day et al., 2000). For example, care home bathrooms can be large to accommodate wheelchairs, 
multiple bodies, stand-aid hoists, and hand-rails. A care home dining room may be designed to 
reduce sensory over-stimulation and keep the focus on eating food (Day et al., 2000), thus reducing 
the likelihood of malnutrition. Appropriate care home design can reduce the risk of falls and life-
threatening injuries or conditions (Aminzadeh et al., 2009). 
 
A person’s own home can also become less safe as their physical or cognitive functioning progresses 
and ADL disability increases; this then changes the meaning of ‘home’ (Dyck et al., 2005, Phillips et 
al., 2011). If people become immobile, afraid of falling, or fear getting lost and thus infrequently 
leave their home, they may feel trapped. Their house then represents to a lesser extent their 
identity and more overtly reflects their disability, and physical or emotional loss (Bailey and 
Sheehan, 2009). Aminzadeh et al. (2010) interviewed 16 people with dementia within the two 
month period prior to institutionalisation to explore the sense that they made of living at home 
124 
 
when it could no longer support their needs. Initially, conducting ADLs at home were meaningful 
exercises which enabled the study participants to express functional competence. By the point of 
relocation, living at home was paradoxical (Aminzadeh et al., 2010). On the one hand, the home 
provided comfort, helped them to psychologically cope with their impairments, and contributed to 
their well-being (Aminzadeh et al., 2010). On the other hand, because of increasing negative 
experiences linked to their home, such as widowhood and increased ADL disability, the ‘home’ 
became a ‘house’: a site linked to dependency and decline (Aminzadeh et al., 2010). This reduction 
in emotional connection to the home may be because the environmental-press became too much 
for participants (Lawton, 1982). They did not (or could not) alter their home significantly enough to 
meet their ADL needs. 
 
Similarly, remaining at home can lead to unmet social needs. Miranda-Castillo et al. (2010) 
interviewed 152 community-residing people with dementia in the UK and demonstrated how 
isolation impacted negatively on their quality of life. Having a non-spousal carer, a lack of 
companionship, and no community networks contributed to these unmet social needs. Yet, care 
homes have the potential to provide a new ‘home’. Where ‘home’ is, and what it means is 
dependent on personal subjective criteria that can be transferred between locations (Aminzadeh et 
al., 2010). The new setting could be more supportive to the person’s ADL needs, enabling them to 
devote more time to social and leisure activities and enhancing well-being (Gitlin, 2003, Golant, 
2003). Thus, living in a care home may provide more social support than living in the ‘community’ 
but in isolation. Indeed, care homes can provide a new community for residents. Each person’s 
experience of a relocation will differ; a new location does not mean that the person cannot 
immediately feel a sense of belonging or of ‘home’ (Phillips et al., 2011). Missing from the literature 
was whether people with dementia ever brought their ATs for ADLs with them from community to 
the care home, and subsequently whether ATs contributed to a sense of home in the new location. 
 
To summarise, a move to a care home may be a positive experience (Burke, 2010). Care home 
residents are as much a part of their own and the wider community than any person living in their 
own home (Blood, 2013). The following section explores dementia care for ADLs in care home 




5.8: The role of families in care home life 
In this section, studies that investigated the experiences family members of residents with dementia 
had in care homes and their relationships with managers and staff are presented. The extent to 
which it is known whether informal carers assist with ADLs in care home settings are also examined. 
Overall, evidence was limited and more research needs to be conducted in this area. 
 
The experience of permanently relocating to an institution from one’s own home can be traumatic 
for everyone involved (Drame et al., 2011). Perceiving that the care received in a care home is 
standardised and impersonal can be upsetting for an informal carer who has provided personalised 
and reactive care to their relative (Litwak et al., 1990). Davies and Nolan (2006) found that 
monitoring care home workers and ensuring positive interactions with staff, other residents, and 
other family members were all tactics used by informal carers to establish their new role after a 
transition. Communication between formal and informal carers is critical to reducing family 
members’ stress and demonstrating that quality, person-centred dementia care is provided (Gaugler 
et al., 2009a). 
 
Burke (2010) suggested that, after a relocation, the family should be involved in advising and 
creating care plans as they know the life history, needs, and interests of their relative. The informal 
carer’s experiences and advice should be taken into account by care home staff both when planning 
care and interpreting the behaviours of a person with dementia. By understanding the individual 
more holistically, staff are better able to support the resident to maintain their own preferred reality 
and thereby enhance their well-being (Vittoria, 1998). However, gathering such data from families 
takes time and commitment which care home staff may not have (Innes, 2009). There has been a 
call for more research investigating the relationships between family members and institutional care 
staff (Coehlo et al., 2007). However, no studies were identified in the scoping review of literature 
which investigated how families and formal carers interact specifically with regards to ADLs and ATs. 
This knowledge gap was explored in this thesis. 
 
Furthermore, there was little evidence as to what extent ADL assistance was provided by informal 
carers once in a care home. Gaugler et al. (2004) suggested that informal carers, particularly 
spouses, of care home residents with dementia felt the need to remain in their caring roles. A study 
of care home contact by Schulz et al. (2004) showed that almost 50% of spousal carers and 26% of 
non-spousal carers of people with dementia visited daily. Approximately 54% of these visitors still 
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provided some kind of physical caring assistance to their relative. However, the authors did not 
elaborate on the exact nature of this assistance. Yet, physical assistance by families is rarely 
necessary in care homes unless there is a problem with the quality of care. Wright (2000) 
interviewed 61 informal carers of older adults, some with dementia, to explore their post-relocation 
roles. Their main priorities concerned checking quality of care, their relative’s safety, and ensuring 
there were social activities (Wright, 2000). A very small minority, mostly spouses, provided some 
assistance with ADLs; typically for eating. Furthermore, family carers reported that care home staff 
had expressed their displeasure at the personal assistance given by families. Ejaz et al. (2002) found 
that family carers’ continued assistance with ADLs, and negative family and care home staff 
relationships, were predictive of carers’ perceived need for significant improvements within the care 
home. 
 
Overall, research is limited on the extent to which families of care home residents assist with caring 
tasks and their reasons for doing so. Some evidence suggests that care home staff are reluctant to 
allow family carers to contribute to care (Davies and Nolan, 2006). Further investigation is needed 
on the extent to which family carers assist in ADL activity in care homes for their relative with 
dementia, and what their relationships with formal staff are. Therefore, whether carers contribute 
to ADL performance in care homes was explored in this research. This included whether they used 
ATs. It also explored gaps in knowledge arising from Davies and Nolan’s (2006) work, who while 
writing extensively on the contribution of staff to enabling family members to continue caring in 
care home locations, did not discuss staff with informal carers, nor interview such staff for their 
opinions on this matter. 
 
5.8.1: Little evidence of perceptions of AT use among care home staff, and staff-family connections 
To date, no articles have examined the use of ATs for ADLs by people with dementia in institutional 
settings. In addition, there are a lack of studies on dementia care that have investigated the 
perceptions of formal care staff about their activities in care homes (Innes, 2009). In the most 
relevant study, Stockwell-Smith et al. (2011) interviewed 35 care staff of dementia units to 
investigate their perceptions of their roles. The findings provided insight into how some formal 
carers use negative language to discuss residents with dementia; for example, they spoke about 
residents as if they had no identity beyond their diagnosis. Although their study did not concern how 
ADLs were conducted or whether ATs were used, it nevertheless highlighted that research on formal 
care home staff may be important when understanding living well with dementia while residing in a 
care home. Only one article in the reviewed literature investigated social care professionals’ views of 
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a particular AT; Nygård (2009) conducted focus groups with professionals who provided stove timers 
to older adults. They perceived them as a fire safety technology rather than as disability-related AT 
for the IADL of food preparation. The professionals saw no need for a follow-up appointment to 
ensure the receiver understood how to use the technology and re-evaluate its appropriateness. This 
suggests that professionals may have alternative perceptions of the role that ATs have in service-
users’ daily lives compared to the academic community, people with dementia, or informal carers. 
Furthermore, as challenging behaviours and ADL disability of people with dementia were both 
significantly associated with formal carers’ stress (Miyamoto et al., 2010), the role that ATs could 
play in assisting formal carers as well as informal carers in their tasks was investigated in this 
research. 
 
5.9: Chapter 5 summary 
In this chapter, the significance of human or technological support to assist ADL performance was 
related to a common outcome for older adults: relocation to a care home. The modified disablement 
process discussed in Chapter 3 acknowledged that the presence of carers and ATs may only slow the 
progression of disability, in this chapter the difficulties that may remain were introduced as residual 
disability. Residual ADL disability has been shown to significantly predict institutionalisation, 
although other potential triggers include the characteristics of informal carers, the relationship 
between the caring dyad, the physical environment, and other contextual considerations. These 
factors were also all shown to qualitatively contribute to decision-making. However, almost all of the 
reviewed research was observed to lack specific consideration of the role ATs may play in leading to 
or delaying the relocation of care. Another knowledge gap in understanding AT use for ADLs 
concerned the use of devices in care homes. It is not known the extent to which technological 
support is given in such locations; whether informal carers like to continue providing support for 
ADLs once their relative is in a care home; or the perceptions that formal care home staff have on 
the role of ATs in institutional dementia care. 
 
The multiple gaps in knowledge identified throughout Chapters 3, 4 and 5 were acknowledged and 
were addressed in the study aim and five research questions presented in Chapter 1. A mixed-
methods study was then designed to address these. The first objective was to analyse a large, 
nationally-representative dataset to examine the relationship between poor cognition, ADL 




Chapter 6: Quantitative exploration of low cognition and use of mobility-
related ATs 
In this chapter, results are presented from statistical analyses of the relationship between the use of 
mobility-related ATs and cognition, taking into account ADL and IADL disability, a multitude of 
doctor-diagnosed health conditions, and socio-demographic factors. The cross-sectional analysis was 
conducted on data collected for Wave 5 of the English Longitudinal Study of Ageing (ELSA) dataset. 
The ELSA is a large-scale, nationally-representative survey of people aged 50 years and older residing 
in private households throughout England. The findings were intended to contribute knowledge to 
the exploration of research question 2 of this study to investigate the types of ATs used by people 
with dementia, and a key gap in knowledge identified in Chapter 4 concerning which ATs are 
currently used in community settings.  
 
This chapter begins with the presentation of background research evidence and subsequent design 
of the analysis. The initial research aim was modified because there were few participants with 
dementia in the dataset, and limited information on types of ATs collected in ELSA. Thus, the 
investigations focused on the relationship between low cognitive function and the use of ATs 
designed to support difficulties with mobility. The dataset that was used is then described, and the 
analytical sample defined. This is followed by a discussion of the variables used in the analysis, 
including the outcome variable representing the use of mobility-related ATs, and the key 
independent variable of interest: cognitive function score. The tests used to analyse associations 
between all variables are then described. 
 
The results of the statistical analyses are then presented. First, the prevalence of mobility-related 
ATs is described, followed by the distribution of the overall cognitive function score of participants. 
Second, bivariate associations between the use of mobility-related ATs and all independent variables 
are discussed: cognition, disability, health, and socio-demographics. Third, a logistic regression 
model was used to examine whether the use of mobility-related ATs was significantly associated 
with cognition once the other key characteristics were taken into account. The strengths of the 
findings are then discussed, and the limitations acknowledged. 
 
6.1: Background and design 
The initial aim of this analysis was to examine the association between dementia and ATs used for 
the performance of ADLs in a nationally-representative English population. Specifically, the objective 
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was to investigate this relationship while taking disability, other doctor-diagnosed health conditions 
(co-morbidities), and socio-demographic variables into account. These variables were included since 
previous work has shown that disability and health factors are significantly associated with the use 
of ATs among a cognitively-healthy but physically-frail population (Wielandt et al., 2006). The 
disablement process model introduced in Chapter 3 demonstrated how cognitive and physical 
impairments, caused by multiple co-morbidities including dementia, lead to functional limitations 
which in turn impact upon performance of ADLs (Nagi, 1965, Nagi, 1991, Verbrugge and Jette, 1994). 
The poorer health a person has the more ATs they own and use, and indeed people with dementia 
are certainly users of ATs (Mann et al., 1992, Mann et al., 1993). However, some research suggests 
that people with cognitive impairment only (measured by scoring 24 or fewer on the Mini-Mental 
State Examination) are less likely to use ATs compared to physically-frail but cognitively-healthy 
populations (Mann et al., 1993). Yet, those individuals with both cognitive and physical functional 
limitations were almost as likely to use ATs as the people who had only physical issues (Mann et al., 
1993). Thus, the impact of co-morbid health conditions on the use of technologies required 
exploration. Further, Mann et al.’s (1993) research was conducted on data collected from a non-
representative population within the USA, so an investigation on nationally-representative English 
data was needed in order to make a useful contribution to dementia and AT policies, services, and 
procedures. 
 
The initial aim of the statistical analysis was to investigate the relationship between dementia and 
ATs used for ADLs. However, preliminary analysis of the Wave 5 ELSA dataset revealed too few 
respondents with dementia to permit detailed and powerful analysis; only 38 of the analytical 
sample of 5,012 participants (0.8%) reported having a clinical diagnosis. Given this limitation, the 
investigation instead used respondents’ overall cognitive function score. This was calculated by 
summing their responses to assessments across three cognitive domains. How this and all variables 
were calculated and coded is described below in sections 6.4 and 6.5. Previous work has shown that 
low cognitive function is significantly associated with onset of ADL disability (Spiers et al., 2005). 
Similar to evidence on people with diagnosed dementia, people with low cognitive function are less 
likely to use ATs and more likely to use human carers than cognitively-healthy people due to 
complexities of managing devices (Agree et al., 2004, Mann et al., 1993, Verbrugge and Sevak, 2002). 
Only about 70% of devices that are owned by people with low cognition are used, compared to 83% 
of the devices owned by people with physical-impairments only (Mann et al., 1993). Therefore, the 
aim of the analysis was to explore the relationship between cognitive function (low to high) and the 




However, data on all potential ATs for ADLs was not collected in ELSA. Participants were only asked 
whether they used any of eight devices: a cane or walking stick; a walking frame or walker; a manual 
wheelchair; an electric wheelchair; a scooter; an eating utensil; a personal alarm; and elbow 
crutches. Only one of these ATs was related directly to an ADL: the eating utensil. The personal 
alarm was a telecare device ensuring safety through communication, and the other six were 
mobility-related devices. Too few participants used an eating utensil in the analytical sample to 
attain statistical power, so the revised aim of the analysis was to investigate the relationship 
between poor cognition and use of one or more of the six mobility-related ATs. According to the 
disablement process model presented in Chapter 3 (Nagi, 1965, Nagi, 1991, Verbrugge and Jette, 
1994), mobility difficulties are physical functional limitations, and thus one type of precursor to ADL 
related disability (Lawrence and Jette, 1996). As such, mobility-related ATs may be as useful to help 
the person perform ADLs as for each individual mobility action (Agree and Freedman, 2000). For 
example, the use of a walking stick could moderate the effects of physical functional limitation 
during gait, but as a result could help the user to get to the bathroom more quickly and easily than 
without the stick, thus supporting their performance of toileting and continence ADLs. Moreover, 
Mann et al. (1992) demonstrated that although their participants with dementia had many different 
types of ATs in their home, the devices they used most frequently were actually those used for 
mobility; manual wheelchairs, transfer belts and grab-bars. These were likely used because of the 
additional co-morbidities their participants experienced; in particular, arthritis. Technologies to help 
support cognitive limitations only, such as reminder signs, were less frequently used. Still, Agree et 
al. (2005) showed that people with dementia were more likely to use human carers to assist with 
mobility, compared to cognitively-healthy matches who were more likely to use mobility-related 
ATs. Thus, an investigation of the association between cognitive status and mobility-related AT use 
was warranted. 
 
The research hypothesis was that cognitive function would be significantly associated with the use of 
mobility-related ATs. It was also hypothesised that ADL and IADL disability and doctor-diagnosed 
health conditions would be significantly associated with mobility-related AT use. This analysis is 
expected to increase understanding of the key factors associated with the use of mobility-related 
ATs by older adults, whom are those in the population most likely to experience cognitive and 




6.2: The ELSA dataset 
The ELSA is a nationally-representative, longitudinal study originally conducted on approximately 
12,000 adults recruited from the research population of the Household Survey for England in 1998, 
1999, and 2000. It has a sample of respondents aged 50 years and older (and their partners) living in 
private households in England (Steptoe et al., 2013). The main purpose of ELSA is to provide 
information on the ageing population of England, and to enable researchers to explore changes in 
their lives over time. Information is gathered on: health and biomarkers, housing, work, retirement, 
pensions, cultural and social activities, among a variety of other measures (Marmot et al., 2014). 
Data are collected in face-to-face computer-assisted interviews and self-completion questionnaires 
(Steptoe et al., 2013). The respondents provide written, informed consent for their participation; 
ethical approval was received from the Multicentre Research and Ethics Committee (Steptoe et al., 
2013). Datasets, accompanying user guides, technical reports, dictionaries and other supporting 
information are freely accessible to researchers (The Institute for Fiscal Studies, 2011b, Steptoe et 
al., 2013). 
 
Participants in ELSA provide responses every two years. These are known as Waves. Information 
presented in Appendix 3 details the years that data were collected for each Wave, and the number 
of participants in the final corresponding dataset. In some Waves, respondents were required to 
provide additional data during a nurse visit, life history module, or risk module. Refreshment 
samples of participants were recruited in Waves 3, 4 and 6; again sourced from Household Survey 
for England cohorts. This was to boost the sample since drop-out occurred between Waves, and to 
collect data from new people who had become eligible in recent years; for example, they had 
reached 50 years of age. Appendix 3 includes the fieldwork individual response rate for each cohort 
per Wave. These response rates were calculated by dividing the total number of individuals with an 
interview by the total number of individuals eligible for that Wave. Each percentage was sourced 
from the Wave technical reports (e.g. Bridges et al. 2015). Appendix 3 also lists the ATs respondents 
were asked about each Wave. Elbow crutches were added to the list of ATs from Wave 2 and 
onwards. The cross-sectional analyses in this study were conducted using data from the Wave 5 
dataset (Marmot et al., 2013), which was the most recently available at the time of analysis. 
 
6.3: Analytical sample 
There were 10,274 respondents in Wave 5. The dataset consisted of core-members; people who 
were randomly selected to participate as long as they were aged 50 years or older and resided in the 
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community. Data were also collected from core-members’ partners, regardless of age, if they 
resided in the same location. 
 
Five exclusion criteria were applied to the Wave 5 dataset to create the analytical sample for this 
study. The first was to exclude non-core members. These non-core members were younger or new 
partners of core members. As they had not been randomly sampled, they were not nationally 
representative of the population under investigation. Second, respondents who had only a partial 
interview were excluded as they were missing too much relevant information. Therefore, only the 
people who completed their interview were selected for investigation. The third criterion excluded 
respondents who did not reside in a private household, that is, participants who lived in an 
institution such as a care home or hospital. This was because ELSA data are only representative of 
individuals who live in private households. For the fourth exclusion criterion, any data elicited from 
participants with an interview-by-proxy; that is, another individual (‘proxy’) who answered on the 
person’s behalf, were removed. This was because proxies were not asked to respond to the health 
questions that were needed for this analysis. Fifth, any respondents under 65 years of age were 
excluded. This was to keep the analytical sample to older adults, and to follow previous work that 
used ELSA data on frailty, cognitive health, and aspects of social care (e.g. Gale et al., 2015; Langa et 
al., 2009; Vlachantoni et al., 2013). 
 
In total, the final analytical sample consisted of 5,012 core-member respondents aged 65 years and 
older, who resided in the community, and who completed a full interview. There were 2,741 women 
(55% of the analytical sample). Most participants were in the 65-74 years old age category (58%), 
33% were in the 75-84 years old category, and the remaining 9% were aged from 85 years and older. 
 
6.4: Outcome variable 
The outcome variable in this analysis was the use of mobility-related ATs. In ELSA, participants were 
asked to indicate whether they used any of the following: a cane or walking stick, a walking frame or 
walker, a manual wheelchair, an electric wheelchair, a buggy or scooter, special eating utensils, a 
personal alarm (which could be used to call for help following a fall), and elbow crutches. 
Participants were not asked whether they used any other type of ATs. As was highlighted in section 
6.1, with the exception of eating utensils for eating and personal alarms for safety and crisis 
situations, the ATs captured by ELSA related to mobility difficulties. Therefore, a dichotomous 
indicator ‘Uses mobility-related ATs’ was created, categorising respondents into whether or not they 
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used the six mobility-related ATs: walking stick, walking frame, manual wheelchair, electric 
wheelchair, buggy or scooter, and elbow crutches. The variable was coded to indicate whether 
respondents did not use any mobility-related ATs or if they used at least one of them, replicating 
previous work (Agree et al., 2005). 
 
6.5: Independent variables 
The independent variables in this study captured cognitive function, disability, other multiple health 
conditions, and socio-demographic factors. The key independent variable was overall cognitive 
function. The Wave 5 dataset and its accompanying dataset of derived variables did not include a 
derived variable to indicate respondents’ total cognitive function. Therefore, one was created using 
each participant’s scores across the three cognitive domains of orientation, immediate recall and 
delayed recall, replicating Langa et al. (2009). To assess orientation, participants were asked for the 
current day, date, month, and year. One point was awarded for each correct answer, giving a 
maximum of four points for total orientation. To test immediate recall, participants were shown a 
list of 10 words on a computer screen and then asked to recall them immediately. Each correct 
answer was awarded one point. Delayed word recall was tested by asking the respondent to 
remember the list of words later in the interview. The maximum score for both the immediate recall 
and delayed recall tests was 10 points. Total cognitive function score was calculated by summing 
across the three scores to give each participant a score which ranged from zero to 24 points (Langa 
et al., 2009). Then, cognitive index quintiles were created from this new variable. Respondents in the 
lowest quintile were those with the poorest cognitive function. People in the highest quintile had 
the best cognitive function. 
 
Disability experienced by participants when performing ADLs and IADLs were captured in ELSA. For 
ADLs, participants were asked to indicate if they ever had difficulty with any of the following 
activities because of a physical, mental, emotional, or memory problem which had thus far lasted 
three months or longer: dressing, washing, bathing, difficulty getting in and out of bed, eating, and 
using the toilet. Following Langa et al. (2009), responses across the six items were grouped into an 
‘ADL difficulty’ variable which was then divided into three categories: ‘None’, ‘1-3 ADLs’, and ‘4-6 
ADLs’. For IADLs, participants were asked to indicate if they ever had difficulty with any of the 
following activities for three months or longer: using a map, preparing food, shopping, using the 
telephone, taking medication, doing housework or gardening, and managing money. Responses to 
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these items were grouped into an ‘IADL difficulty’ variable which was further split into three 
categories: ‘None’, ‘1-3 IADLs’, and ‘4-7 IADLs’. 
 
Participants were asked if they had a number of doctor-diagnosed health conditions. As cognitive 
impairment in older adults is often accompanied by co-morbidities, it is important to take other 
health factors into account (Dunlop et al., 2002). Furthermore, health conditions have shown to be 
important predictors of the number of ATs used by people with dementia and low cognitive function 
(Mann et al., 1992). The health variables used in this analysis were: poor eye health, high blood 
pressure, stroke, other cardiovascular conditions, diabetes, lung problems, and arthritis. Other 
conditions that were captured were: incontinence that had lasted more than one month, whether 
the person had ever fallen and caused themselves a serious injury, and depressive symptoms. To 
capture depressive symptoms, ELSA used the Centre for Epidemiologic Studies Depression Scale 
(Devins and Orme, 1985). Consistent with previous literature, a score of four or more depressive 
symptoms out of a total possible eight points indicated depression (Llewellyn et al., 2008). For some 
conditions, multiple similar health problems were grouped into one indicator. For example, the eye-
health conditions of glaucoma, diabetic eye disease, macular degeneration, and cataracts were 
merged into a new variable entitled ‘Poor eye health’. This measure was coded ‘0’ for ‘None of these 
eye conditions’ and 1 for ‘Has at least one of these eye conditions’. They were grouped like this 
because keeping each separate would have resulted in too few respondents with each specific 
condition to permit meaningful analysis. A table that displays the original variables, and the new 
indicators created from them, is presented in Appendix 3. 
 
Socio-demographic variables represented the sex, age, and wealth of participants. As indicated in 
section 6.3, respondents who were under 65 years of age were excluded from the sample. Again 
following Langa et al. (2009), participants were categorised by age into one of three groups: ‘65-74 
years old’, ‘75-84 years old’ and ‘85-90+ years old’. The final category included 90+ because in ELSA 
the exact age of participants who were older than 90 years was not disclosed, to prevent 
identification. A summary financial variable that represented each person’s non-pension wealth was 
split into quintiles. A quintile of 1 represented people with the least wealth. A quintile of 5 
represented people with the greatest wealth. 
 
In preliminary analysis, three other health related conditions had been included. These were: 
whether respondents had ever had joint replacement surgery; whether they had any property 
adaptations in their home; and their mobility score calculated by summing participants’ difficulties in 
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performing up to 10 mobility tasks. The mobility tasks were: walking 100 yards; sitting for about two 
hours; getting up from a chair after sitting for long periods; climbing several flights of stairs without 
resting; climbing one flight of stairs without resting; stooping, kneeling or crouching; reaching or 
extending his or her arms above shoulder level (either arm); pulling or pushing large objects; lifting 
or carrying weights over 10lbs; and picking up a 5p coin from a table. However, these three variables 
were highly correlated with the other key health measures discussed above. They were not included 
in the final logistic regression model because of potential problems with multi-collinearity. 
 
6.6: Analyses 
Analyses were carried out using Statistical Package for the Social Sciences (SPSS) Version 22. First, 
descriptive and inferential statistics of the sample were explored, using percentage distributions for 
categorical variables and means and standard deviations for continuous data. Then, bivariate 
associations using chi-square statistic between the outcome and independent variables were 
applied. These were appropriate as all of the variables of interest were categorical. 
 
The correlates of mobility-related AT use, and in particular its association with cognition, was then 
investigated using a logistic regression model. Logistic regression was chosen as the method of 
analysis given that the outcome variable of interest, use and non-use of mobility-related ATs, was 
binary. Data were checked prior to running the regression to ensure the ratio of cases to variables 
had enough responses in every given category (Hosmer Jr and Lemeshow, 2004). As logistic 
regression assumes multi-collinearity, this was checked for each explanatory variable with an initial 
multiple regression analysis. No Variance Inflation Factor score was greater than 10 indicating that 
there was no violation of multi-collinearity. A cross-sectional weight was added to the data to adjust 
for differences in responses and representation among the sample (NatCen Social Research, 2014). 
 
6.7: Results 
In this section, the results from the statistical analyses on the association between the use of 
mobility-related ATs and cognitive function once the disability, health, and socio-demographic 
variables were taken into account are presented. First, the distribution of the two key variables: 
mobility-related AT use and cognitive function, are shown. Second, the results of bivariate analyses 
between the independent variables and use of mobility-related ATs are presented. Finally, the 
logistic regression model investigating the association between the outcome and independent 





6.7.1: Distribution of two key variables - mobility-related AT use and cognitive function index 
Table 2 displays the distribution of respondents who did and did not use mobility-related ATs. 
Almost 30% of the sample reported using at least one AT for mobility-related issues. There were no 
missing data for this variable. 
Table 2: Distribution of mobility-related AT use among respondents aged 65 years and older 
Use of mobility-related ATs Frequency: un-weighted 
N (weighted %) 
Does not use mobility-related ATs 3681 (71.3) 
Uses at least one mobility-related AT 1331 (28.7) 
Total 5012 (100) 
Missing       - 
 
In Table 3, the total cognitive function index based on quintiles is shown. As can be seen, the 
distribution of the quintiles was not evenly 20% of the respondents’ scores. This is because many 
respondents with identical scores and who were on the cusp between two quintiles would have 
been allocated to only one group. There were 17 respondents with missing data for this indicator. 
Table 3: Distribution of total cognitive function index among respondents aged 65 years and older 
Cognitive function index Frequency: un-weighted 
N (weighted %) 
1 (lowest cognitive function score) 892 (20.0) 
2 1127 (23.0) 
3 1114 (22.0) 
4 986 (18.8) 
5 (highest cognitive function score) 876 (16.0)  
Total 4995 (99.7) 
Missing 17 (0.3) 
 
6.7.2: Bivariate results 
Table 4 shows the bivariate associations between the independent variables and the outcome 
variable of interest. The chi-square statistic was used to assess significant relationships between 
mobility-related AT use and the key characteristics of interest: cognitive function, ADL and IADL 
disability, health conditions, history of falls with serious injury, sex, age, and wealth. 
137 
 
Table 4: Bivariate associations between independent variables and mobility-related AT use 
Variable 
(un-weighted N) 






















Cognitive function index 



































Difficulties with ADLs 
None (3852) 
1-3 ADLs (1032) 





















Difficulties with IADLs 
None (4075) 
1-3 IADLs (861) 

















































































































































































































































































































ADLs = Activities of Daily Living, IADLs = Instrumental Activities of Daily Living, CVD = 
cardiovascular. Percentages rounded to one decimal place. Chi-square and p value rounded to two 
decimal places. N = 5,012. 
 
The results in Table 4 show that all of the independent variables showed significant associations with 
use of mobility-related ATs. Concerning cognition, the results showed that the greater a person’s 
cognitive function, the less likely they were to use the ATs. Nearly 15% of participants who were 
classified into the highest cognitive function quintile used mobility-related ATs compared to 
approximately 47% of people in the lowest cognitive function quintile. Disability when performing 
ADLs and IADLs was significantly associated with the use of ATs to assist with immobility. For 
instance, close to 88% of people who reported problems with performing four to six ADLs used 
mobility-related ATs, compared to almost 63% of people who reported one to three ADL difficulties, 
and approximately 17% of people with no ADL difficulty. Similarly, almost 83% of people who 
reported difficulties with four to seven IADLs used ATs for immobility, compared to approximately 
65% of people with difficulty performing one to three IADLs, and 19% of people with no IADL 
difficulty. 
 
The presence of all health conditions, including incontinence and experiencing injury from a fall, 
were also significantly associated with the use of mobility-related ATs. The largest association was 
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having had a stroke; just over 57% of people who reported having a stroke used at least one AT to 
manage their mobility. This is most likely because a stroke can leave a person with severe physical 
weakness, causing immobility which may be alleviated with appropriate ATs (Dark and Sander, 2014, 
Salminen et al., 2009). Results also indicated that female participants, people in the oldest age 
category, and the poorest respondents were significantly associated with using more mobility-
related ATs. 
 
However, Table 4 only indicates the associations between pairs of variables and not how several 
indicators are associated with the outcome of interest. That is, the aim of this study is to understand 
the association between low cognition and use of mobility-related ATs, but as poor cognition can be 
co-morbid with other health conditions it may be that these factors are related to mobility-related 
AT use and not cognition per se. To illustrate, Table 4 shows that approximately 47% with the 
poorest cognitive function used mobility-related ATs compared to almost 15% of people with the 
highest cognitive function. This indicates that people with lower cognitive function were more likely 
to use these devices. However, it may be that people with the lowest cognitive function were also 
those reporting the worst physical health, that is, had many co-morbid conditions, which influenced 
AT use. Another example from Table 4 concerns the finding that approximately 51% of people 
reporting four to eight depressive symptoms used mobility-related ATs, compared to close to 24% of 
people with zero to three depressive symptoms. This result may have been influenced by poor 
cognition function as depression and dementia result in similar symptoms (Landes et al., 2005). 
Further, when depression and dementia occur co-morbidly they can result in poor cognitive and 
physical functioning (Greenwald et al., 1989, Kaup et al., 2007, Llewellyn et al., 2008, Singh-Manoux 
et al., 2010). Moreover, low mood is also likely to be influenced by being in poor health. Thus, it was 
necessary to explore the independent effect of cognitive function whilst controlling for the other 
variables. To this end, a logistic regression model analysis was conducted. 
 
6.7.3: Logistic regression model 
A logistic regression model was appropriate given the binary nature of the outcome variable. The 
independent variables of interest were related to: cognitive function, difficulties performing ADLs 
and IADLs, the various co-morbid conditions, falls with injury, sex, age, and wealth. The aim was to 
investigate whether poor cognitive function showed a positive association with use of mobility-




The correlates were entered into the model in blocks: first the demographic variables of sex, age, 
and wealth were inputted. Second, cognitive function was added. Third, the health variables were 
inserted. Fourth and finally, disability with ADLs and IADLs was entered. The odds ratios for the 
estimated parameters, 95% confidence intervals, and levels of significance for each independent 
variable in the fourth and final logistic regression model are displayed in Table 5 below. This final 
model was statistically significant compared to the constant-only model (²(25) = 1671.17, p <0.01). 
 
As can be seen in Table 5, cognitive function continued to show a significant positive association 
with the use of mobility-related ATs, even when other health conditions and socio-demographic 
factors were taken into account. Respondents in the lowest cognitive function quintile reported 71% 
higher odds of mobility-related AT use, and in the second lowest quintile 74% higher odds, 
compared to those in the highest cognitive quintile, even when controlling for the other 
independent variables. Holding all of the other variables constant, people with difficulty performing 
one to three ADLs were 4.15 times more likely to use mobility-related devices in comparison to 
those with no ADL difficulties. This increased for people with difficulty performing four to six ADLs, 
who were 8.66 times more likely. The predicted odds for people with difficulty performing one to 
three IADLs were 2.79 times greater, and for people experiencing difficulty with four to seven IADLs 
the odds were 3.27 times greater, than the reference category of no IADL difficulty. Some of the 
health variables showed significance, having: poor eye health (30% higher odds); a stroke (74% 
higher odds); and diabetes (63% higher odds) were all predictive of the use of mobility-related ATs 
compared to not having those conditions. The predicted odds for people with arthritis were 2.94 
times the odds for people without arthritis. Being incontinent meant that a person was 1.40 times 
more likely to use mobility-related ATs in comparison to the non-incontinent counterparts. The 
predicted odds for people who had been seriously injured from a fall in the past were 71% higher 
than people who had not experienced such trauma. People who displayed four to eight depressive 
symptoms were 1.38 times more likely to use mobility-related ATs compared to respondents in the 
reference category of zero to three depressive symptoms. 
 
Table 5 also shows that females reported 23% higher odds than males of using mobility-related ATs. 
People aged 85 to over 90 years old were 4.7 times more likely to use mobility-related ATs compared 
to participants of other ages. Using mobility-related ATs was 1.71 times more likely for people in the 





Table 5: Multivariate binary logistic regression model of correlates of mobility-related AT use 
among respondents aged 65 years and older 
Variable 
 
Odds ratio 95% Confidence 
Interval  
P 
Cognitive function index 

















  0.05 
  0.22 
1-3 ADL difficulties  







1-3 IADL difficulties 







Has poor eye health 1.30 (1.06-1.60)   0.01 
Has high blood pressure 1.15 (0.96-1.38)   0.13 
Had a stroke  1.74 (1.22-2.48) <0.01 
Has other CVD condition 1.04 (0.87-1.25)   0.65 
Has diabetes 1.63 (1.25-2.13) <0.01 
Has lung disease or asthma  1.26 (0.99-1.62)   0.06 
Has arthritis 2.94 (2.46-3.51) <0.01 
Has incontinence 1.40 (1.09-1.80)   0.01 
4-8 depressive symptoms 1.38 (1.10-1.72) <0.01 
Has had a fall with serious injury  1.71 (1.30-2.24) <0.01 






























  0.01 
  0.02 
  0.31 
Other outputs of the model 
- 82.0% of the respondents’ scores were classified correctly 
- Nagelkerke’s R²: 47.2% relationship between the predictors and the outcome variable 
- Cox and Snell R²: 32.7% of the variation in the outcome was explained by the model 
ADLs = Activities of Daily Living, IADLs = Instrumental Activities of Daily Living, CVD = 
cardiovascular. Reference categories: cognitive function index 5 (highest); no ADL difficulties; no 
IADL difficulties; no eye health conditions; no high blood pressure; no history of stroke; no other 
CVD conditions; no diabetes; no lung disease or asthma; no arthritis; no incontinence; 0-3 
depressive symptoms; no falls with serious injury; male sex; aged 65-74 years old; wealth index 5 





6.8: Strengths of the results 
The findings make a contribution to empirical evidence linking statistical associations between low 
cognition and use of mobility-related ATs. This study was also the first to use ELSA data to examine 
associations between disability, health, and demographic variables with use of mobility-related ATs, 
as the only previous ELSA analysis demonstrated that older age and IADL and ADL difficulties 
predicted the use of personal call alarms (Wave 3 data) (Nyman and Victor, 2014); a link between 
frailty and AT use (Wave 4 data) (Gale et al., 2015); and that ADL disability and AT use predicted the 
receipt of social care (Wave 4 data) (Vlachantoni et al., 2013). 
 
The results show that poor cognitive function is positively associated with the use of mobility-related 
ATs even when the other health, disability, and socio-demographic factors are taken into account. 
This refutes previous research that indicated people of low cognitive function were less likely to use 
ATs than people with higher cognition (Agree et al., 2004, Mann et al., 1993, Verbrugge and Sevak, 
2002). However, the analysis shows a significant positive association but not a causal link. It may be 
that cognition per se is associated with mobility-related AT use or, as was discussed in the 
disablement process in Chapter 3, the pathology of dementia directly leads to physical impairments 
and physical functional limitations (mobility difficulties) which in turn are related to AT use. Or, it 
may be that people with lower cognitive function, also being those in poor health, had more contact 
with health or social care services that in turn provided the technologies to those respondents; more 
exploration is required here. The evidence also suggests that disability with more ADLs and IADLs 
was very strongly associated with the use of at least one AT for mobility difficulties. According to the 
disablement process model, immobility is a functional limitation that leads to difficulty performing 
the socially-defined ADLs and IADLs (Nagi, 1965, Nagi, 1991). Verbrugge and Jette’s (1994) modified 
disablement process model indicated that extra-individual factors such as ATs could compensate for 
immobility and prevent ADL disability from occurring, or at least reduce the impact of immobility on 
disability. However, it would appear from the results that even the use of the one or more of the six 
mobility-related ATs that were captured could not compensate for ADL and IADL disability. 
 
6.9: Limitations of the analysis 
There were several limitations to these analyses and results. First, there were too few ELSA 
respondents who self-reported with a clinical diagnosis of dementia (N = 38) to enable exploration 
for the original study aim. Instead, it was necessary to shift focus to the association between low 
cognitive function and AT use. However, it is acknowledged that a poor cognition score is not 
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equivalent to a diagnosis of dementia. Therefore, it is possible that participants had other conditions 
relating to poor cognition: an acquired brain injury or learning difficulties, for example. Nevertheless, 
given that most studies on ATs exclude people with poor cognition, this was a useful start. 
 
The second limitation was that ATs used for ADL performance could not be examined. Participants 
could only select from a set list of devices, most for immobility. They could not describe other ATs 
they used, or provide their thoughts about device use, unlike in other relevant studies. For example, 
the Consumer Assessments Study in the USA was similar to ELSA in that it investigated demographic 
information, health, and disability status of older adults. The aim was to explore ATs used by 
participants for ADL performance, in order to assist with design improvement and the development 
of new technologies. Crucially, participants were able to respond to open-ended questions such as: 
‘What devices do you need that you do not have?’, and ‘Of all the devices you use, which is the most 
important to you?’ (Mann et al., 1992). These enabled the collection of meaningful data about 
perceptions and use of ATs for ADLs (Wielandt et al., 2006). Examples include: ‘reacher needs to be 
larger while remaining lightweight’; ‘rocker knife is not used because person is not motivated to use 
it and carer is afraid he will put knife point in mouth’; and ‘commode is not recognised by person’ 
(Mann et al., 1992). Such data are needed in order to be able to design appropriate ATs and related 
services. However, this analysis was limited to the investigation of ATs for immobility only. 
 
A third concern was that it was unknown how participants answered questions about their ADL 
difficulties. Participants were asked: ‘Do you have difficulty doing any of the activities on this card? 
Exclude any difficulties that you expect to last less than three months’. It is unknown whether 
respondents answered in relation to their underlying disability or residual disability (Agree, 1999, 
Verbrugge and Jette, 1994). For example, participant #1 may have indicated that he or she had 
difficulty dressing, because they were referring to their ability to perform the actions without the 
assistance they usually received from their carer. Yet, participant #2 might have responded that he 
or she did not have dressing difficulty since they always had carer assistance. Furthermore, the 
disablement process model acknowledges that ADLs are context specific (Nagi, 1965, Nagi, 1991), 
yet participants were not explicitly told to consider their ability to perform the activities in a 
particular environment, such as their home. Thus, ADL disability is a difficult concept to quantify 
given the potential discrepancies between participant responses. 
 
The fourth limitation was that some of the health conditions: poor eye health, high blood pressure, 
other CVD condition, and lung disease or asthma, were not significantly associated with mobility-
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related AT use in the final logistic regression model. Yet, statistical insignificance does not 
necessarily mean there was no practical or clinical significance for that condition on the person’s 
immobility or mobility-related AT use. For example, high blood pressure was not significantly 
associated with the use of mobility-related ATs according to the logistic regression model. Yet, 
hypertension is linked to strokes and diabetes (which were both significantly associated with AT use 
in the model), VaD, and for some people related to obesity or a sedentary lifestyle which may in turn 
influence use of ATs for immobility (Kaplan, 2002, Skoog et al., 1996, Strandgaard, 1996, Whitmer et 
al., 2008). Thus, hypertension could have immediate or long-term impact on the use of mobility-
related ATs. Overall, it was felt that further in-depth qualitative investigation was needed to explore 
the intricate relationships between low cognitive function, co-morbidities, ADL disability, and AT use. 
 
6.10: Chapter 6 summary 
In this chapter, the method and results of analyses on a large, nationally-representative dataset 
were presented. The results demonstrated that low cognitive function, the presence of many health 
conditions, and ADL disability had significant associations with the use of certain technologies for 
immobility. Therefore, these results contribute to knowledge that older people with low cognitive 
function are able and current users of mobility-related technologies. However, an investigation of AT 
use among a specific sample of people with dementia could not be conducted. In addition, ATs for 
ADLs rather than immobility were not explored as they were not captured in ELSA. 
 
However, ADL difficulties and associated use of ATs are always embedded in context; not only does a 
person’s cognitive and physical functional limitations influence disability and device use, but so do 
the physical, social, cultural, and attitudinal environments (Agree, 1999, Lawrence and Jette, 1996). 
Yet, survey methods and statistical analyses control the context and remove an understanding of the 
influence of surroundings (Yin, 2014). Quantitative data can suggest relationships between variables 
but not explain why phenomena occur (Bond and Bond, 1990). Use of a walking stick does not mean 
that it was used effectively or appropriately, or that the person’s environment was fully supportive 
of its use (Agree, 1999). Furthermore, only a cross-sectional analysis was conducted on the data and 
not longitudinal investigation of how and why circumstances changed over time. It was therefore 
decided to explore ADL disability and ATs used by people with dementia in a case-based approach. 
Case studies, each focusing on one person with dementia, would enable a deep analysis of 
individuals’ experience, and capture their carers’ perceptions of the role that ATs had. The data 
collection methods for this case study strategy are presented in Chapter 7 which follows. 
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Chapter 7: In-depth case studies - method 
In this chapter, the methods used to explore the use of ATs for ADLs among people with dementia 
are presented. The rationale for the research design is described and the creation of multiple case 
studies is justified. The methods of data collection were in two stages. In Stage One, data from the 
care records of care home residents with a clinical diagnosis of dementia were extracted. In Stage 
Two, interviews were conducted with residents’ informal and formal carers. The chapter continues 
with the ethical issues that were considered for the project; these include the assessment of 
capacity-to-consent to participate in research under the principles of the Mental Capacity Act (2005) 
(MCA) (UK Parliament, 2005) under which Stage One participants were recruited. 
 
The following two sections in the chapter present: participant selection and recruitment, 
instruments and materials, data collection procedures, and data analyses for Stages One and Two. A 
description of the field-site care homes is also given under Stage One in order to set the context 
within which ADLs were performed and ATs used. Finally, a pilot study that tested the methods of 
Stage One and Two is discussed. The objective of the methods were to produce comprehensive, 
contextualised data concerning historic and current use of ATs for ADLs by people with dementia in 
England, and the perceptions their carers had about its use. 
 
7.1: Study design  
The study aim was to investigate informal (family) carers’ and formal (paid) carers’ perceptions of 
whether ATs could be used to assist people with dementia to conduct ADLs; and if so, how. This 
included an exploration of family members’ perceptions concerning the contributory role that ATs 
for ADLs may play in a relocation decision. The research questions and knowledge gaps resulting 
from the scoping review elicited a need for rich exploratory data, so a multiple case study design was 
chosen. In this section, case studies are explained and justified as an appropriate research strategy 
for this study. 
 
A case study is ‘an empirical enquiry that investigates a contemporary phenomenon within its real-
life context’ (Yin, 2003a, p. 13). Possible contemporary phenomenon include: an individual or group 
of people, organisation, or social or political concepts (Yin, 2003a). To form a case study a unit of 
analysis, again such as an individual, group of people, or organisation, must also be selected in order 
to bind the case to specific context (Baxter and Jack, 2008). Context concerns not only the external 
environment such as the physical space and architecture, societal expectations and attitudes, but 
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internal characteristics such as demographics, personality, coping strategies, and life history (Scherer 
et al., 2007). This is in direct contrast to experimental methods, which control the context to 
measure the effectiveness of an intervention. For example, Mills and Coleman (1994) presented a 
case study illustrating nostalgic, emotional memories in an 86 year-old male with dementia. The 
contemporary phenomenon considered was nostalgic memories; the unit of analysis was the person 
with dementia; and the context was the reminiscence and counselling therapy in which he 
participated. Bond and Bond (1990) evaluated the National Health Service’s three experimental 
nursing homes and compared them to six hospital wards. The contemporary phenomenon 
considered was the care outcomes, such as meaningful activity, of patients; the units of analysis 
were the nine organisational field-sites to enable cross-case comparison; the context was 
continuing-care of in-patients. 
 
For this study, it was perceived that the ADL impairments an individual with dementia has, and the 
ATs they use to assist ADL performance, cannot be fully understood without appreciating the 
context within which that person lives (Scherer et al., 2007). Further, technologies themselves are 
not neutral objects, and their use can only be understood when situated in contexts (Brittain et al., 
2010). A case study strategy was therefore deemed appropriate. The contemporary phenomenon 
was the use and non-use of ATs for ADLs by people with dementia and their carers. The units of 
analysis were care home residents with a clinical diagnosis of dementia. This kept the focus of 
experience on each person with dementia, as not only do the symptoms of dementia affect people 
in different ways, but their temperament, personality, beliefs, tastes, and many more factors 
influence their experience (Kitwood, 1997b, Mountain, 2013). The context was the use of these ATs 
both historically in the community and currently in care homes. The benefit of using a case study 
strategy for this research was that the phenomenon and context could be studied for the first time 
in great detail, especially as there were ‘who’, ‘why’, ‘what’, and ‘how’ questions to be asked (Yin, 
2003a, Yin, 2003b). These included: who used ATs, why they used them, what devices they used, and 
how they were obtained. ‘When’ questions were also added, for example when ATs were obtained 
and when they were not used. 
 
Case study strategies are uncommon in gerontechnological research but have been used to explore: 
women’s experiences of using mobility-related devices (Löfqvist et al., 2009); AT use among three 
people with dementia (Rosenberg and Nygård, 2012); reorientation of a woman with dementia using 
a computer screen (Baruch et al., 2004); and how two people with mild dementia came to terms 
with using an AT for memory (Karlsson et al., 2011). These exemplary case studies highlight the 
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importance of understanding the social context within which people with dementia learn to use, and 
maintain their use, of new ATs. None of those studies described above investigated ATs for ADLs, or 
followed AT use over time as the person’s dementia progressed. An investigation of technology use 
over time is needed to understand its contribution to the daily lives of people with dementia. This 
study was designed to fill these gaps by exploring the short and long-term use of appropriate ATs for 
ADLs in multiple contexts (community and care home settings and the decision for transitioning 
between them) by older adults with any type of dementia. The aim was to follow the person with 
dementia’s experience with ATs from life in the community, through the relocation transition, and to 
their life in the care home. Thus, how the progression of dementia and of ADL disability affected AT 
use could be captured. 
 
When designing this study, there were two options for following AT use over time: prospectively and 
retrospectively. A prospective design would follow people with dementia who live at home, 
observing and recording their ADL disability and AT use over time. The person would likely be in a 
mild or moderate stage of dementia and thus would participate directly in data collection. However, 
such a design may be costly and time-intensive; two factors outside of the scope of this PhD study. A 
retrospective design, looking backwards on the person with dementia’s life, was more feasible (van 
der Steen et al., 2014). Furthermore, an exploration of the role of AT in institutionalisation was 
required for the fourth research question of this study, and in a prospective design it would be 
unknown which of the followed people would eventually relocate. People who did not transition 
were not of interest for this study. A prospective design would mean witnessing in real-time 
participants’ experiences of institutionalisation; from realising relocation may be required, making 
this decision, organising a move, and the experience of relocating. They may be a particularly 
stressful and upsetting time for people with dementia and the families; and it was felt that it would 
be unnecessary for the researcher to witness as it occurred. Thus, a retrospective design was chosen 
as a valid and sensitive way to explore the role of AT use in institutionalisation events, and of ADL 
disability and use of devices over time. This design is detailed throughout this chapter. A prospective 
design is suggested as a future direction from this research in Chapter 10, section 10.9. 
 
Another relevant example of case studies in gerontological research followed four older people to 
investigate their communication with social services to obtain home modifications (Johansson et al., 
2009). The authors recognised that it is impossible to fully understand how potential service users 
navigate their way through such a system without acknowledging the context of both the person’s 
home environment and their past history to understand how they interpret their experiences. No 
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case study strategies have been conducted to investigate how people with dementia and their 
informal carers obtain appropriate ATs for ADLs from social care services. Yet, such data may provide 
detailed insights into communication between families and services when negotiating the provision 
of technology.  
 
Case study research can have a single-case or multiple-case design. For example, a research project 
may focus on the experiences of one 40 year-old woman with early-onset dementia, or may consist 
of case studies on three such women. A single case study can confirm or challenge a theory (Tellis, 
1997), whereas multiple cases are a form of replication and verification. As such it is generally 
thought that more case studies on a phenomenon produce more certain and compelling results 
(Burns, 2000, Yin, 2003a). Ten case studies were created in this study; each focused on a care home 
resident with a diagnosis of dementia. This enabled the historic and current experiences of several 
residents to be compared and contrasted (Burns, 2000, Herriott and Firestone, 1983, Miles and 
Huberman, 1994). 
 
The number of case studies selected for a multiple-case design can depend on: the number of rival 
theories, the intention of providing contrasting results, or maximising what can be learned (Stetler et 
al., 2007, Tellis, 1997, Yin, 2003a). Furthermore, the case studies may be considered as 
representative of a phenomenon (similar to others that could have been chosen) or critical (atypical) 
(Denscombe, 2010). Again, case studies can be used to challenge or confirm a theory or hypothesis 
(Burns, 2000). The purposive plan in this study was to select and recruit care home residents with 
dementia who had different demographic characteristics, cultural backgrounds, dementia severity, 
ADL disability, and use of ATs as indicated from their care record data in Stage One. This plan 
intended to reach maximum theoretical variation (Ben Mortenson et al., 2012) by creating multiple 
case studies consisting of people who were as diverse as possible to explore similarities and 
differences in AT experiences.  
 
A case study is not a method of data collection. It is a holistic research strategy that uses multiple 
appropriate methods of data collection, the results of which are merged to create the case study 
(Denscombe, 2010, Stake, 2003, Tellis, 1997, Yin, 2003b). These may involve quantitative or 
qualitative approaches (Simons, 2009, Yin, 2003a) to gain depth and breadth of evidence 
(Hutchinson, 1990, Yin, 2003b). For example, Stetler et al. (2009) combined document reviews, 
questionnaires, observations, and interviews in order to gain a rich description of healthcare 
organisational structure. The selection of data collection techniques depends on the research 
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questions being asked (Tellis, 1997). For this study, the data collection methods enabled a 
meaningful and detailed investigation of AT use and non-use for ADLs in the community and care 
homes (Burns, 2000, Simons, 2009, Yin, 2003b). Data were collected via care record document 
review (Stage One) and in-depth interviews (Stage Two). 
 
The data collection was designed in stages for two reasons. First, the care records of all residents 
with dementia could be mapped to give an overarching view of the ADL disability and AT use of 
these individuals. Knowledge of all eligible residents would then allow purposive selection of a 
smaller number of particular residents of interest to form in-depth case studies, as described in the 
above paragraph. Second, the order of stages enabled the researcher to build relationships with 
informal and formal carers before they were asked to be interviewed. That is, the Stage One care 
record mapping process necessitated communication with the resident’s family member (informal 
carer) under MCA (UK Parliament, 2005) guidance for consulting with carers before the researcher 
met any individuals with dementia, enabling family members to be present while conducting a 
capacity-to-consent assessment, and later asking them to act as a Personal Consultee (see section 
7.2 for details). As a relationship with informal carers was being built in Stage One, it was hoped that 
these individuals would be more likely to participate when later approached for interview (Stage 
Two). This strategy was similar for formal carers; staff had seen the researcher around the care 
home for some time, and a few even facilitated capacity-to-consent assessments and fetched care 
records for mapping in Stage One. This allowed a relationship to build before they were approached 
for interview in Stage Two; it was hoped formal carers would be more likely to participate (this was 
aided by care home managers’ agreement that staff could be interviewed during work time). 
 
The combination of the care record mapping and interview methods for Stage One and Stage Two 
enabled a richer exploration of the phenomenon than data from one method alone. For example, a 
count of the number of devices in a person’s home may provide a cross-sectional understanding of 
ATs that people in the community possess, but not its use over time, nor users’ and families’ 
perceptions of the benefits of technologies. However, this is not to reject the idea that a cross-
sectional or large-scale understanding of AT use is beneficial, nor that qualitative methods are a 
more ethical and valid form of data collection (Brinkmann and Kvale, 2005). Indeed, analyses on a 
large, nationally-representative dataset presented in Chapter 6 demonstrated the importance of 





For the in-depth case studies, first data from care home residents’ care records were extracted 
(mapped). This was entitled ‘Stage One of data collection’. Reviewing data from care records is an 
unobtrusive and convenient method of collecting health, social, and demographic information 
(Bowling, 2009, Kellehear, 1993). If available from the care record, data that were extracted included 
the resident’s socio-demographic information; family circumstances; life history; ADL difficulty and 
subsequent AT use in the community prior to relocation to the care home; informal and formal care 
arrangements; reasons for relocation of care; the date they entered the field-site care home; and 
current human and technological care provision in the care home. The data were then mapped into 
structured vignettes to produce baseline information about each care home resident. More detail on 
participant recruitment, the mapping instrument, the data collection procedure, and data analysis 
for Stage One is presented in section 7.5 of this chapter. 
 
In Stage Two of data collection, interviews were conducted with both the resident’s keyworker at 
the care home (their formal carer) and a family member who had contributed to the care of the 
resident when they lived in the community (informal carer). An interview method was chosen in 
order to elicit in-depth information on carers’ perspectives (Kellehear, 1993). It was not a research 
objective to interview the care home residents with dementia but to investigate carers’ perceptions 
of the contribution ATs made to their relative’s care. The reasons for interviewing carers were 
fourfold: carers’ views are under-represented in AT research; the researcher did not want to subject 
residents with dementia to a second capacity-to-consent assessment; the severity of residents’ 
dementia meant that collecting meaningful data in interviews may have been difficult; and residents 
with dementia may have been reluctant to discuss sensitive topics around ADLs, such as their 
incontinence. This rationale is discussed in more detail below. 
 
First, the scoping review of literature identified that informal and formal carer perceptions were 
typically excluded in research on ATs for people with dementia, even though they may be the 
gatekeepers for use of devices at home (Innes, 2009). Second, the residents with dementia whose 
care records were mapped in Stage One of this study had met the researcher to undertake a 
capacity-to-consent assessment (see section 7.2 and 7.5 for more details). All but one resident was 
assessed as lacking capacity to make a decision about whether their care record could be mapped. 
During assessments, many of the residents were bewildered; others were catatonic. It was felt that 
requiring residents to undertake another capacity-to-consent assessment to participate in an in-
depth interview may have been unnecessarily distressing. Third, a key aim of this study was to get 
the story of AT use as the person’s dementia and disability progressed over time and over location. 
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Many residents had severe dementia and it was unlikely that any, even among the few who would 
self-report having dementia or ADL disability, would be able to remember the details necessary for 
addressing the study research questions. Fourth, ADLs are daily and routine actions but can also be 
sensitive in nature. The willingness of a person with dementia to disclose their disability may be 
compromised by a potentially embarrassing topic such as toileting. Researcher observations of these 
tasks in action were not desired or necessary for the study; it was felt that formal and informal 
carers’ reports on historic and current ADL disability and AT use were sufficient to collect the data. 
Thus, retrospective interviews with carers were used. 
 
Research asking carers of people with dementia to provide their perceptions of technologies is a 
useful and informative strategy (Rosenberg et al., 2012). However, there can be some criticism of 
the interview method; for example, researchers have suggested that retrospective recall of stressful 
events may be inaccurate among spousal dementia carers (Cavanaugh and Kinney, 1998). Yet, other 
research has demonstrated that such accounts are reliable (Cotter et al., 2008). As the results of this 
research were not anticipated to contribute directly to the resident’s future care receipt, 
interviewees had no motivation to under- or over-estimate the person with dementia’s abilities 
when recalling ADL performance. Interview data were then merged with the Stage One vignettes to 
create full case studies. More information on resident selection, interviewee recruitment, the 
interview procedure, and data analysis is provided in the description of Stage Two in section 7.6 of 
this chapter. 
 
In summary, the study design consisted of a multiple-case research strategy. The multiple methods 
of investigation allowed holistic exploration of carers’ perceptions of AT use among people with 
dementia. The ethical foundations and considerations of this study are presented below. 
 
7.2: Ethical approval and risk management 
In the following section, the ethical considerations of the research are discussed. Some of these 
issues were covered during the ethical approval process for the study, and others are of note. One 
issue of note is a declaration that the care homes used as fieldwork sites were owned by one care 
home organisation. These homes were run by a not-for-profit charity which was dedicated to 
supporting research investigating best quality care. The charity partly-financed this study, alongside 
the Economic and Social Research Council (ESRC) through a CASE-linked 1+3 PhD studentship. The 
financial support did not impact on the actions of the researcher, the study design, the findings, or 
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concluding recommendations. The receipt of funding was disclosed to potential participants during 
recruitment, and it was stressed that there would be no adverse consequences for residents or 
informal and formal carers as a result of their opinions concerning the charity. 
 
The study design and ethical conduct of the researcher ensured that the principles of beneficence, 
non-maleficence, and respect for autonomy were observed, and that participants’ privacy and 
dignity were upheld (Iphofen, 2009, Kellehear, 1993, Woods and Pratt, 2005). This research 
complied with the ESRC’s Framework for Research Ethics (ESRC, 2012) and received ethical approval 
via the national Social Care Research Ethics Committee (SCREC) in October 2012. Proof of approval is 
presented in Appendix 4. Approval from SCREC was necessary and appropriate as the study: included 
participants who potentially lacked capacity during Stage One (so were under the remit of the MCA); 
involved the social care records of these individuals; and did not involve clinical field-sites such as 
hospitals or memory clinics. Ethical approval from SCREC enabled the researcher to first assess the 
capacity-to-consent of care home residents to participate in the study, and afterwards invite them to 
participate and provide informed consent. These were distinct and ordered steps in the recruitment 
process and are explained further in section 7.4 concerning the MCA and in section 7.5 when Stage 
One of data collection is described. As any ethical approval system can only scrutinise the design and 
preparation of the research, the researcher carefully monitored the research for any ethical 
dilemmas arising during fieldwork and report write-up (Kellehear, 1993, Sin, 2005).  
 
The researcher was covered by the care home organisation’s indemnity insurance while at the field-
sites. The researcher also had a Criminal Records Bureau (CRB) check (which has since become the 
Disclosure and Barring Service) and completed a volunteer form for the care home organisation. The 
CRB check (see Appendix 4) verified that the researcher was able to work with care home residents 
and staff (Iphofen, 2009). Positive working relationships were created with the four care home 
managers. Meetings with each discussed the research design, logistics for fieldwork, and trouble-
shooting. At all times the researcher carried photographic identification and paper-based copies of 
the Research Protocol Summary and Data Collection Flowchart (see Appendix 4) should any non-
participant enquire about the research. The researcher had a safety procedure in place when 
interviews were conducted in private homes. The interview location was disclosed to a colleague 
who was telephoned prior and post interview to let them know the researcher had arrived and 
exited. After, the colleague destroyed their copy of the location details. To protect the interviewee’s 




7.3: Data security, anonymity and confidentiality 
The care home administrators addressed all postal correspondence to family members. Full 
descriptions of these paper-based materials are given in the descriptions of Stage One and Stage 
Two sections in this chapter (7.5 and 7.6 respectively). The researcher held the full names of family 
carers invited to an interview, but only their telephone number, home address, or email address if 
these were provided by the potential participant in a returned Study Form. The researcher held only 
the full name of the keyworkers who were interviewed. Participants’ personal details were 
electronically stored in an encrypted password-protected document. Paper-based information was 
stored in a locked drawer in the researcher’s office at King’s College London. A key-card was 
required to access this shared office. All of the informal carer interviewees were re-contacted to 
receive a copy of the summary report which was also provided to the care home organisation. Their 
personal details were then destroyed.  
 
All participants’ names were changed to ensure anonymity. The care home names and the charity 
who owns them have not been disclosed. Interviewees were asked for permission for the use of 
anonymised quotes to support findings.  
 
Pre-interview, participants were informed verbally and in writing that a Procedure for Breaking 
Confidentiality was in place (see Appendix 4) were they to disclose anything the interviewer 
perceived to breach legal or professional codes of conduct. For example, interviewees may have 
divulged the witnessing of unethical practices while caring for the resident, or the researcher could 
have observed potential evidence of professional misconduct while at the care homes. Although the 
Data Protection Act 1998 (DPA) (UK Parliament, 1998) states that only where someone admits to a 
crime involving a child is the interviewer obligated to report it, the researcher was prepared to take 
any perceived unethical matters further if necessary. Were this to have occurred, the researcher 
would have discussed any concerns with the project supervisors. The furthest step would have 
consisted of contact with the police local to the care home. The Procedure for Breaking 
Confidentiality was not required during data collection. 
 
Interview recordings and verbatim transcripts were stored in encrypted password-protected 
electronic files separate from the documents containing participants’ personal details. Recordings 
were deleted when transcription was complete. Only the researcher, who devised the pseudonym 




7.4: Informed consent and Mental Capacity Act (2005) considerations 
Informed consent is a key consideration in research. It guarantees that participants are made fully 
aware of the aims, procedures, risks, and the expected impact of the research (Akeroyd, 1988). It 
ensures participants’ understanding of their autonomy and voluntarism (Roberts, 2003), and 
regulates the relationship between the researcher and participant. Interviewees in Stage Two all 
provided informed consent before their interview. In Stage One of the research, the care records of 
care home residents with a clinical diagnosis of dementia were to be mapped. Permission from these 
individuals was necessary to gain access to their care records and as such they were considered 
research participants. However, due to cognitive impairment, it may be difficult to determine 
whether a person with dementia is able to understand the information needed to make a decision 
such as participating in research. Therefore, people with dementia fall under the remit of the MCA 
and its stipulations concerning research (UK Parliament, 2005). The MCA applies to anyone who has 
an impairment of, or a disturbance in the functioning of, their mind or brain which may make them 
unable to decide, or reduce their capacity to decide, whether or not to agree to take part in research 
(Dobson and Mental Capacity Act Working Party, 2008, UK Parliament, 2005).  
 
The MCA has been in force since 2007 and applies to anyone involved in the care, treatment, and 
support of people aged over 16 years in England and Wales who may be unable to make all or some 
decisions for themselves (UK Parliament, 2005). The primary purpose is to promote and safeguard 
decision-making of vulnerable people within a legal framework. It empowers people to make 
decisions alone if possible, and protects people who cannot. The first principle of the Act states that 
a person must be assumed to have capacity unless it is established they lack it. Guidelines state that 
an assumption of capacity must not be made based on age, appearance, condition, or behaviour 
alone. One criticism of this is that merely by having dementia are they subject to an assessment to 
see if they have capacity or not; something that adults without dementia do not have to undertake. 
The second principle stresses that a person cannot be determined as unable to make a decision 
unless all practicable steps to help them have been taken. The practicable steps taken during a 
capacity-to-consent assessment are described below in sub-section 7.4.1. The third principle of the 
MCA acknowledges that just because a person makes an unwise decision, that does not mean they 
lacked the capacity to make it. The fourth principle states that when a decision is made on behalf of 
someone because they were assessed to lack capacity to make the decision themselves, it must be 
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made in their best interests. The fifth and final principle states that when a decision is made for 
another, the option least restrictive to their rights and freedom of action should be used. 
 
For research, the fourth and fifth principles are less rigorously applied in order to facilitate research 
on this population (Dobson and Mental Capacity Act Working Party, 2008). Indeed, the government 
and the MCA acknowledge that it is important that research with vulnerable people be carried out, 
as long as it is conducted according to recognised standards (Mental Capacity Act, 2005). 
Vulnerability should not be considered a reason to maintain a history of exclusion in research 
(Iphofen, 2009). Research with only those individuals who can consent is not a true reflection of life 
(Warner et al., 2008). However, high standards of research design are needed to minimise the 
potential for risks and harm (Dewing, 2002). This project complies with MCA guidelines for research 
projects. As required by the MCA, a capacity-to-consent assessment was conducted with the Stage 
One potential participants to determine whether they could provide informed consent to have their 
care record viewed. The content of the assessment is discussed in the following sub-section. 
 
7.4.1: The capacity-to-consent assessment 
For research, the assessment for a decision concerns the capacity of a potential participant to 
consent to their involvement in the project. The MCA is designed to empower researchers and 
workers in health and social care to assess capacity themselves rather than rely on expert testing 
(Dobson and Mental Capacity Act Working Party, 2008). However, good training is desirable; the 
researcher was informally trained by a consultant psychiatrist and received formal training from the 
Social Care Institute for Excellence.  
 
All assessments of capacity are time and decision-specific. This is especially important to note as 
people with dementia can have fluctuating capacity to make decisions. The assessment is decision-
specific because a person with dementia may be able to make some decisions and not others. For 
example, they may be able to choose their breakfast but not where they should live. Capacity is also 
time-specific because a person with dementia may be able to make decisions at some times and not 
at others. For example, they may be more lucid in the morning but not after lunch because of 
tiredness or medication. An awareness of these concepts meant that the researcher was able to 
answer family members’ queries about how an assessment could occur when they possessed 
Enduring Power of Attorney (a previous form of LPA), or more recently LPA, as many believed that 




When conducting a capacity-to-consent assessment, an assessor must complete the ‘two-step test’ 
to determine the person’s ability to agree to participate in the research (Mental Capacity Act, 2005). 
The first step queries whether there is a disturbance in the mind or brain, not necessarily a 
diagnosis, which could affect decision-making. If the answer is ‘no’, the assessment does not need to 
occur because the person is viewed as possessing the capacity to make the decision in question. If 
the answer is ‘yes’, the assessor continues with the second step. This queries whether the 
disturbance in the mind or brain stops the person being able to make the decision at the time it 
needs to be made. To answer this second step, the assessor examines four aspects of the person’s 
cognition to determine whether they can: understand information about the decision; retain the 
information long enough to use it; weigh the benefits and consequences of making a decision; and 
communicate their decision. If the person cannot demonstrate they can do all four of these tasks the 
answer to the second step is ‘yes; the disturbance in the mind or brain does stop the person from 
being able to make the decision at the time it needs to be made’. 
 
A particular difficulty for conducting capacity-to-consent assessments is that a lack of response 
cannot be interpreted as lack of capacity, so the assessor has to be careful about using their own 
judgement (Dobson and Mental Capacity Act Working Party, 2008). Furthermore, due to the 
subjective nature of the assessment the reliability of decisions can be queried (Hotopf, 2005). To 
counterbalance this, the assessment and outcome should be recorded using a tool or form. The 
forms used in this project are further detailed in the Stage One materials description in sub-section 
7.5.3. In addition, after the assessments were completed a sample of the assessment outcomes 
were evaluated using the online Assessment of Mental Capacity Audit Tool (AMCAT) (Mental Health 
Foundation, 2010). Anyone who has conducted a capacity assessment under the MCA, with respect 
to any type of decision, is able to use this software to determine if they conducted it correctly. One 
of the AMCAT reports is provided in Appendix 4 and shows that the researcher conducted the 
assessments as ethically, morally, and objectively as possible. Despite some criticisms, the MCA is 
seen to prevent prejudice and discrimination towards vulnerable populations (Boyle, 2008). 
 
The following two sub-sections discuss the next steps that researchers should take depending on the 
outcome of the capacity-to-consent assessment. It is stressed here that these steps are specifically 
related to the guidelines for research projects under the MCA (UK Parliament, 2005, Mental Capacity 
Act, 2005) and not to other decisions, for example when establishing LPA or institutionalisation. The 




7.4.2: Assessment outcome: no capacity-to-consent 
If a person was established as lacking capacity to make a decision to participate in the project, the 
researcher consulted with someone involved in their care and welfare and who was willing to help. 
Under the MCA guidelines, this individual could not be the person’s formal carer but someone such 
as a family member or friend who had an interest in their welfare (UK Parliament, 2005). Once 
located, this person then acted as a Personal Consultee (PC). The Personal Consultees (PCs) were 
asked to advise if the person had been found to possess the capacity-to-consent to participate in the 
project, they felt in their opinion that their relative would agree to participate. To illustrate, a 
daughter does not give her permission for the researcher to view her mother’s care record. Instead, 
she informs on her perception as to whether or not her mother would have wanted to participate 
had she been able to decide this for herself. If the PC felt that the person would not have consented 
to participate, the researcher excluded them from further involvement. 
 
The MCA research guidelines necessitate a Nominated Consultee (NC) to be appointed should a PC 
not have been identified, or an identified main family carer refused to act as a PC (UK Parliament, 
2005). The NC could be a paid carer, GP, or solicitor, as long as they were not involved in the project. 
In this instance, the researcher would have worked with the care home manager to identify a 
potential NC. This did not occur in this study. 
 
7.4.3: Informed consent procedure for all participants with capacity-to-consent 
The potential participants assessed as possessing the capacity-to-consent then came under the usual 
informed consent procedures for adults not considered vulnerable who are assumed able to provide 
informed consent. However, even such research participants may not fully understand what they are 
consenting to (Iphofen, 2009, Sin, 2005). Consequently, the researcher was careful to observe 
whether or not any potential or actual participant in Stage One or Stage Two understood the 
information given to them (Woods and Pratt, 2005). 
 
Information given to participants with capacity (that is any assessed in Stage One as having capacity 
and all interviewees in Stage Two) included what their participation involved; the potential risks; 
confidentiality; anonymity; and their right to refuse participation or withdraw data (Sin, 2005). Of 
particular importance was that participants fully understood the benefits and potential costs of their 
participation. There were no negative consequences for individuals as a result of their non-
participation (Lee, 1993). It was stressed that family members and residents’ relationship with the 
care home would not be compromised (Tinker, 2007). Congruent to guidance on conducting ethical 
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research, information acknowledged that the research was not expected to cause undue harm 
(Camprion-Smith, 2007), although one ‘harm’ to interview participants was the time spent being 
interviewed (Iphofen, 2009). The researcher did not have funds to reimburse interviewees for travel 
expenses or financially compensate them for their time. Participants were informed that although 
there may be no immediate benefits for them, it was hoped that they would find the experience 
enjoyable and be rewarded by the knowledge that their participation in the study would contribute 
to the greater understanding of the role ATs play in dementia care. A second possible harm was that 
the interview topics were sensitive as they required participants to recall emotional and private 
experiences. For both interviewees and interviewer, an issue was the ability to remain composed 
when discussing private or sensitive matters (Lee, 1993). A Procedure for Those who Become 
Distressed was approved by SCREC; this is included in Appendix 4. This procedure was to be put into 
action if interviewees became upset, and they were to be informed they did not have to answer 
every question, could pause or stop the recording at any time, and that they could withdraw their 
data at any time up until their interview was completely transcribed. This procedure was designed to 
maintain participants’ sense of control (Camprion-Smith, 2007).  
 
Paper-based consent forms recorded participants’ acknowledgement that they gave informed 
consent in writing. The researcher also signed the consent forms to acknowledge that she had 
provided full information on the research and data collection procedures, and answered any 
questions the participant had. More information on the consent form for each type of participant is 
provided in Stage One and Stage Two descriptions (7.5 and 7.6 respectively). 
 
This concludes the ethical considerations for the case study aspect of this research project. Greater 
detail on each stage of data collection will be presented in turn below. The sub-sections are 
structured in the following order: participant selection and recruitment, the instruments and 
materials used, the data collection procedure, and the analyses conducted on the data. 
 
7.5: Stage One of data collection 
In Stage One, a vignette was created for each participating care home resident with dementia. Data 
were mapped from each resident’s personal social care record held at their care home. Primarily, 
the data were used to select residents for future in-depth case studies. The data were also used to 





This study focused only on care home residents with a clinical diagnosis of dementia. People with 
MCI, the precursory condition to dementia, were excluded because some experience a reversal in 
their cognitive decline (Brooks and Loewenstein, 2010). All care home residents with a clinical 
diagnosis of dementia were eligible to become the focus of a case study. Descriptions of the number 
of potential and actual participants at the various stages of assessing and acquiring consent are 
below. The Stage One Procedure to identify and recruit participants is provided in sub-section 7.5.4. 
 
Initially, 56 residents were eligible across the four care homes to have their care records mapped in 
Stage One. It is not known how many total residents lived at the four care homes at the time. After 
consultation meetings with informal carers, 39 out of the 56 potential residents participated in a 
capacity-to-consent assessment. The 17 residents who did not participate were: 14 residents whose 
relatives had advised the researcher against the assessment; one resident who moved to palliative 
care; one resident who became hospitalised; and a final resident who was out of the home for a 
holiday during the assessment period. The 39 assessed residents consisted of six males and 33 
females across three care homes. The fourth care home initially considered as a field-site did not 
typically provide dementia care, and had only one potential participant. That person’s family advised 
against the assessment for capacity-to-consent. Of the 39 residents, one had capacity-to-consent. 
This person consented to have their care record mapped. 
 
Following assessments, there were 38 residents who lacked capacity-to-consent to participate in the 
study. The families of 37 residents were contacted to be PCs, as one resident died shortly after their 
assessment. The PCs of 20 residents recommended that their relative would not wish to be involved 
had they the capacity-to-consent to participate in the project. Therefore, it was anticipated that the 
care mapping exercise would be conducted on 18 residents: that is, on the one resident described 
above who had provided informed consent in addition to the 17 residents following communication 
with their PCs. However, one of these residents died and another moved to a different care home 
before their records could be mapped. Thus, the care records of both of these residents were no 
longer available. In total therefore, 16 care records were mapped for one male and 15 females 
across three care homes. Illustrative flowcharts of the Stage One participants and drop-out numbers, 




7.5.2: Description of care homes 
Throughout both stages of data collection, field notes were taken to describe each of the care 
homes. This was to illustrate the physical environment within which residents lived and ADLs were 
performed, given that an ADL is a socially-defined activity (Nagi, 1965, Nagi, 1991). The descriptions 
were formed using facts about the care homes from the charity, the researcher’s observatory field 
notes, and conversations with the care home staff during data collection. 
 
The care homes were owned and run by a not-for-profit charity and provided residential care, 
nursing care, and respite services. As such, the homes are referred to throughout this thesis using 
the generic term ‘care home’, rather than ‘residential care home’ or ‘residential care and nursing 
home’. The care homes, coded ‘Care home #1’, ‘Care home #2’ and ‘Care home #3’, were equipped 
to care for residents at any stage of dementia. A fourth potential field-site, ‘Care home #4’, provided 
residential care only. Future references to ‘the care homes’ refer to Care home #1, #2 and #3 only, 
and not the fourth care home which did not become a field-site. 
 
Each home had managerial, administration, cleaning, estates, and kitchen staff, in addition to nurses 
who administered medication and medical aid, and formal carers who provided social care (ADL 
assistance, for example). There were also night carers and night nurses responsible for night-time 
social care, nursing, and monitoring the sleep patterns of residents. Throughout Chapters 8 and 9 
any reference to ‘formal carers’ or ‘staff’ refer only to the employees who provided social care to 
residents, unless indicated otherwise. Each care home had a keyworker system; keyworkers were 
formal carers of senior level status who were each assigned a number of residents for whom they 
were the first ‘point of call’ in communication about that person. Keyworkers were responsible for 
keeping those residents’ care records up-to-date and were perceived to know more about ‘their’ 
residents than other staff members. No nursing staff or night carers were keyworkers. The 
keyworkers were those employees targeted for key informant interviews in Stage Two. 
 
With regards to obtaining new ATs, the staff nurses, GP, physiotherapist, or a specialist visiting 
continence nurse were typically responsible for assessing the need for, or trial of, a new AT for a 
resident. The formal carers also continuously monitored residents for changes in their behaviour and 
abilities, and were able to suggest use of a new AT. In many instances, nurses did not need to be 
involved for a new AT to be implemented. For example, a formal carer observed that a resident with 
dementia was having difficulty pushing food onto their fork, so asked the resident if they would like 
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to try a plate guard. There was no need for the formal carer to consult with nursing staff about the 
introduction of such a technology. However, if a resident was incontinent only a visiting specialist 
continence nurse could evaluate which continence pads the person should use. Formal carers were 
required to record in the resident’s care record if they introduced a device to them. 
 
The care homes provided frequent social activities for residents, such as games, singing, arts, and 
crafts. The gardens of the care home were well-designed and one had a sensory rockery-garden and 
pet rabbits for residents to care for. Estates staff conducted regular improvement work; for example 
the pathways in the gardens of Care home #1 had recently been tarmacked for more accessible 
wheelchair use. More details on the facilities within each care home are presented below. 
 
7.5.2.1: Care home #1 
In Care home #1, the six residents with a diagnosis of dementia resided in a new purpose-built wing 
on the ground floor. The main reason for this was that other residents without cognitive impairment 
had become distressed by the mannerisms of some of the residents with dementia, such as 
shouting. However, the wing was not intended to permanently separate or lock residents with 
dementia away from those without cognitive impairment, so access was open. Residents could enter 
the other areas of the home if they wished, and did for some activities such as to use the 
hairdressing room or mechanical bath. All doors leading to outside had electronic codes to prevent 
residents with dementia from leaving unannounced. 
 
The corridor walls of the wing were cream-coloured with a red hand-rail. The carpet was red. The 
corridor had attractive flower and landscape artwork. The fire-door at the end of the corridor was 
painted to look like a bookshelf to discourage residents from using it inappropriately. Each resident’s 
bedroom door looked like a house door, with a real knocker but non-working letterbox. The doors 
had the resident’s name and some also had a picture, such as a beach. Room signs were on all the 
doors, and labels were on most room furniture. Bedrooms included armchairs to convey the 
atmosphere of a bedsit or flat. The bedrooms had a change in carpet from the corridor. All 
bedrooms had an en-suite facility, although the corridor also had a main bathroom. 
 
The wing housing residents with dementia had a bathroom that was light blue with pictures of fish 
on the walls. It was a wet-room, so was tiled on the floor and walls to enable residents to walk 
straight into the shower zone. There was a white curtain to be pulled around the shower space. The 
shower area had a sign detailing the steps of how to wash; this had been requested by a resident 
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who could wash herself but had forgotten the steps. There were dark blue handles in the shower 
area and around the toilet. The toilet seat was the same dark blue to contrast with the white 
porcelain, although it was not raised. A grey and white shower seat was fixed to the wall. There was 
a call button. There were yellow wet-floor signs. There was no bath. There was a shelf upon which 
were a box of rubber gloves and a yellow bin for disposing hygiene waste such as continence pads 
(Health and Safety Executive, 2014). There was a small sink in the corner at hand height; this was 
difficult for the researcher to use for hand-washing as it was so petite. The sink had cross-head taps 
and a liquid-soap dispenser on the wall. There was also a hand towel dispenser and bin. 
 
The dementia wing had a kitchenette and adjoining dining room set up like a café. The kitchenette 
had yellow walls. There were home-made signs on the cupboards and drawers: ‘cooking utensils’, 
‘cutlery’, ‘mixing bowls’, ‘saucepans’, ‘food’, ‘cups/mugs’, ‘plates’, and ‘bowls’. These were to help 
residents make cups of tea and wash pots if they wished. There were clear boxes containing cereal, 
each labelled with the name of the product inside. There was a small table to increase surface space. 
The kitchenette had a white fridge, an oven with stove-top, and a sink. Tea, coffee, and sugar jars 
were labelled and placed next to a kettle. There was a fire blanket and fire extinguisher. The 
kitchenette opened out to the dining room; there was also a door from the dining room to the 
corridor. This door was white, with a way-finding orientation sign of orange lined in black with a 
larger-than-life photograph of real food and cutlery. The dining room area had two round tables, 
each with space for four people to sit. When set for meals, placements included a small glass 
tumbler and cloth napkin. The dining room also acted as an activity room for crafts, games, and art. 
There were paintings on the wall from previous activities. There was a photo-poster that residents 
had completed, entitled ‘In the Garden’. The lightshades were tartan. A resident’s personal family 
photo was on the windowsill alongside a glass vase with fresh flowers. A radio on the windowsill was 
of 1950s design, but carers could plug a digital music player into it to play old songs and radio 
programmes. The back garden and the care home’s rabbits could be seen through the window. 
 
There was a lounge at the end of the corridor. The door had a green ‘Lounge’ sign with a picture of a 
red armchair. Inside were two 1950s-style armchairs and a sofa. There was an old lamp, wooden 
tables, and a gas fire that was designed to look like a wood fire. The TV was of modern style. There 
were paintings of flowers and a mountain. There were blankets, dolls, knick-knacks, and more old 
photos. There was a French door to the garden, but curtains could be pulled over this if necessary. 
There was also a reminiscence room. The way-finding sign on the door was yellow with a photo of a 
1950s-era radio and a rotary-dial telephone. The reminiscence room contained a Reminiscence Pod 
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(RemPod) (RemPods, 2015). A RemPod is a set of items of 1950s design that can be bought as a 
package. It included a lightweight, portable aluminium frame with art deco style wallpaper on one 
side and a picture of a dance-hall orchestra on the other. There was a 1950s-style television and 
radio, and 1950s-style furniture, digital video discs of old black-and-white programmes, an old sink 
with washboard, old photographs in frames, a brass ember pan, a xylophone, and a box with 
different textiles to touch: fur, denim, velvet, and more. 
 
7.5.2.2: Care home #2 
In Care home #2, residents with dementia were interspersed throughout the multiple wings. The 
home had two floors and lifts to enable residents with poor mobility to live upstairs. Residents were 
entitled to go anywhere in the care home with the exception of the catering kitchen, staff break-
room, and the managerial office. One resident with dementia particularly enjoyed sitting in the 
nurse’s office, and was frequently observed by the researcher in there ‘filing papers’. 
 
The architecture and environment was not designed specifically for people with dementia, but the 
care home manager advised that there was an environmental modification plan currently being 
implemented. This would adapt the home to be more dementia-friendly. The plan included: a re-
paint of bedroom doors to be more noticeable, to make hand-rails brightly-coloured, and to paint 
doors leading to off-limit areas the same as the surrounding corridor wall. There were multiple large 
spaces on both floors that acted as sitting rooms, dining rooms, and activity rooms. The largest of 
these was on the ground floor and was adjacent to the kitchen; this room was set up for dining prior 
to mealtimes. It seemed that residents typically sat in the same, or possibly their preferred, room 
every day. Some of the rooms had armchairs and dining chairs but many residents sat in their own 
wheelchair or water-chair that had been ergonomically fitted. Some residents conversed and others 
did not hold conversations. On one visit, the researcher observed an altercation in the reception 
area involving three female residents who self-propelled their manual wheelchairs using their feet. 
The ladies would not allow each other to pass in the space available and instead purposively 
rammed into one another. No carers were present to intervene at that time, but eventually assisted 
when the shouting caught their attention. They did not talk to the residents about their behaviour 
but wheeled them into different sitting rooms. Witnessing of this altercation confirmed that some 
residents were able to use their mobility-related ATs alone. 
 
Many residents’ bedrooms had en-suite facilities but there were bathrooms on each corridor. These 
all had a way-finding AT sign indicating that a toilet could be found within. Some toilets had blue 
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seats and all had hand-rails, except for a small visitors’ bathroom near the reception. The home had 
two mechanical baths, but no shower facilities. A hairdresser visited every Wednesday to run a salon 
in a dedicated room. The same GP had visited Care home #2 every Tuesday for over 20 years. The 
reception area had a digital photo stream of deceased residents. There were many social activities 
for residents, including poetry nights run by an ex-informal carer of a deceased resident. 
 
7.5.2.3: Care home #3 
Care home #3 was entirely on the ground floor. It had four wings, one of which was empty for 
refurbishment. This refurbished wing was designed specifically for people with dementia, and was to 
have a living room and kitchenette styled as a 1950s-era home. The wing was to have a separate 
activity room containing relevant articles for weekly faith services. The bedroom doors were 
designed to look like front doors, as in Care home #1. The occupied wings had large living room 
spaces, with tables and chairs for dining, armchairs and televisions, and kitchenettes for staff to 
prepare drinks. Each had patio doors that opened onto garden spaces. There was also a very large 
room in the through-way to two of the wings, for hosting social activities. This contained the home’s 
aquarium, comfy seats, and a bar area where tea could be prepared. Residents were not 
discouraged from walking throughout the care home, apart from restrictions on the staff-only offices 
and the new wing under refurbishment. 
 
The home had a dedicated hairdressing room for all residents. This was next to the largest 
bathroom, which contained both the mechanical bath and wet-room shower facilities. All bathrooms 
throughout the home had way-finding AT signs. Some bedrooms also had en-suite facilities. Most 
toilets did not have coloured or raised seats, but all had white hand-rails. 
 
7.5.3: Care mapping instrument and other materials 
In this sub-section, the materials needed to complete Stage One are outlined. This list includes the 
mapping instrument, letters and various forms used to communicate with family members and care 
home residents when gaining consent and collecting data. 
 
The researcher did not know precisely what data were held in each care record before mapping 
began. A care mapping framework (see Appendix 4) was created based on published literature and 
discussions with research supervisors. Previous studies with care home residents have used medical 
charts and administrative records to collect data on age, gender, ethnicity, marital status, date of 
arrival and length of stay, functional status, depression, co-morbidities, medication, and the level of 
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support needed for ADLs at home (Challis et al., 2001, Edelman et al., 2004, Fossey et al., 2006, 
Hardy et al., 1999). Crucially and most importantly for this study, data concerning ATs used when the 
resident lived at home, if included in the record, and current AT use in the care home were desired. 
The data collected in the record mapping exercise were essential for understanding the historical 
and current context within which the people with dementia and their carers existed. However, 
residents’ ethnicity and full birth date were not mapped as this may have put their identity at risk. 
This is not to say that ethnicity data may not have been beneficial to the study. Racial and cultural 
differences exist in both the aetiology and prevalence of dementia (Miles et al., 2001, Weintraub et 
al., 2000) and informal carers’ perceptions of stress, coping, and awareness of support services 
(Janevic and Connell, 2001, Connell and Gibson, 1997). Ethnic differences in accessing formal 
services may also influence the understanding of AT use in community settings. However, for this 
study reducing the risk of identification and ensuring anonymity were felt to be more important than 
the need to investigate ethnicity. 
 
The care mapping framework divided the data to be collected into three sections. The first section 
collected demographic and health data: gender; birth year; marital status; the date the diagnosis of 
dementia was made; current estimate of symptom severity; and dementia medication use. The 
second section mapped care arrangements before the person was institutionalised: where they lived 
and with whom; what informal care was provided and by whom; formal care services coming to 
their home; respite arrangements; day centre or other relevant group attendance; hospital 
admissions; difficulties with ADLs; and ATs used for these. The third section mapped care 
arrangements after relocation to the care home: the date of relocation; why this occurred; their 
keyworker, family, and friends listed as contacts or visitors; if the person was considered able to 
leave the care home alone or with family members; need for ADL assistance; any other specialist 
care; and use of ATs for ADLs. There was space for additional information if required. 
 
The main family contact for each eligible resident was sent a Pre Data Collection Family Letter and 
Pre Data Collection Form (see Appendix 4) to notify them that their relative had been identified as a 
potential research participant. The Pre Data Collection Family Letter explained the purpose of the 
research, the capacity-to-consent assessment, and an invitation to a consultation meeting with the 
researcher for more information. The form enabled responders to notify their attendance at the 
meeting and advise the researcher if they perceived their relative would not wish to be involved. A 
stamped envelope addressed to the researcher was included to enable families to return the Pre 




Several materials were created for the capacity-to-consent assessments with residents. A simple 
Resident Information Sheet (Appendix 4) was used to explain the project to potential participants 
with dementia. Presenting the information in different ways facilitates understanding as much as 
possible, a key principle of the MCA (UK Parliament, 2005). The Resident Information Sheet used 
brightly-coloured illustrations, large font, and simple words. This material was created because extra 
consideration is required to ensure the understanding of people with dementia (Sin, 2005). Verbal 
and behavioural consent from potential participants with dementia is acceptable and valid (Bamford 
and Bruce, 2000), although creative methods such as video recording and Yes and No cards can also 
be useful (Wiles et al., 2007). Indeed, the Resident Information Sheet contained Yes and No 
illustrations to help potential participants understand they did not have to participate. 
 
The researcher completed both an Assessment of Capacity Form and Decision-Making Form 
(Appendix 4) to record the outcome of the capacity-to-consent assessment. These forms were 
important for providing a clear evidence trail clearly stating how and why the decision was made and 
to ensure that all steps had been made to assist the person to make the decision themselves 
(Dobson and Mental Capacity Act Working Party, 2008). The forms contained the two-step test and 
the four determinants of capacity as described earlier in sub-section 7.4.1. They were based on 
forms already used by the care home organisation during capacity-to-consent assessments as part of 
their social care work for residents and their own research activity. Published commercial tools to 
record a capacity assessment do exist, for example, the MacArthur Competence Assessment Tool – 
Treatment (Grisso et al., 1997) which is USA-based and obtainable for a fee, and the BPS Audit Tool 
for Mental Capacity Assessment (The British Psychological Society, 2010) which can be found online 
for free. These tools can be used to record any type of decision; it is only the steps after the 
assessment that become research and non-research specific. However, these tools are time-
consuming and overcomplicate the matter by requiring the researcher to assign scores to the 
sections. If the MCA guidelines are followed, a commercial tool is unnecessary. It is noted that the 
MMSE does not predict presence of capacity, and so is unsuitable for such a purpose (Warner et al., 
2008, Woods and Pratt, 2005). 
 
Residents who had capacity-to-consent signed the Resident Consent Form (see Appendix 4). This 
ensured that the participant acknowledged in writing their receipt and understanding of the 
research brief. A Courtesy Letter (Appendix 4) was then posted to their informal carer to let them 




If a resident did not possess capacity-to-consent, Personal Consultee Letters and Personal Consultee 
Forms were posted to their main family contact (Appendix 4). A stamped, self-addressed envelope 
was included to encourage return of the Personal Consultee Form. 
 
7.5.4: Procedure 
In this section the procedure for Stage One is outlined. There were many steps to recruiting 
potential participants ethically and in compliance with the MCA. This section includes: the process of 
consultation with family members; capacity-to-consent assessments and procedures depending on 
the outcome; and finally how data were mapped from the care records. The same procedure was 
followed within each field-site care home. 
 
After an initial meeting with the care home’s manager to discuss the project, the researcher met 
with the care home’s administrator to provide Pre Data Collection Letters and Pre Data Collection 
Forms in stamped envelopes. At this stage the researcher did not know who, and how many, eligible 
residents there were. The care home administrator identified the main family carer for each 
resident, addressed, and posted the packs directly to them. The Pre Data Collection Letter outlined: 
the study aim; the methods of data collection and what was to be mapped from the care records; 
the need for a capacity-to-consent assessment with each resident; the protocol if a resident became 
upset during assessment; an assurance of confidentiality; an option to opt-out (that is, advise that 
the assessment should not occur); an invitation to an information meeting at the care home about 
the project (to occur before any assessments were made); and a notification that the family member 
could be present at the assessment if they wished (and options to change this to a more convenient 
time). Recipients were to complete and return the Pre Data Collection Form in the stamped 
addressed envelope provided. This enabled family members to respond and indicate whether they 
intended to attend the information meeting, the assessment or whether they advised against the 
assessment. The Pre Data Collection Letter stated that non-responders were considered to have 
been consulted on their relative’s participation in the research and thus the capacity-to-consent 
assessment would go ahead. 
 
Meetings with the relatives were arranged at the four care homes. This consultation process 
involved: further description of the research and the principles behind it; information about the NDS 
(Department of Health, 2009); the MCA and capacity-to-consent assessments (UK Parliament, 2005); 
an explanation of the DPA and its principles relating to the research (UK Parliament, 1998); and 
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relevant personal and professional history of the researcher including her voluntary experience with 
people with dementia. Documentation to support these topics, such as the MCA Code Of Practice 
(Mental Capacity Act, 2005) and the Dobson and Mental Capacity Act Working Party (2008) report 
on conducting MCA-compliant research, were provided. The researcher was open about the care 
home organisation’s involvement in the project as both part-funder and gatekeeper. Assurances of 
anonymity, confidentiality, and unlikelihood of negative consequences were made. 
 
In Care home #1, the consultation meeting occurred on the same date as the scheduled relatives’ 
meeting at the home during a weekday evening. However, no relative who had been contacted for 
this study attended the relatives’ meeting. This is not to imply that family members had not had 
some contact; some had already contacted the researcher privately about the study. An evening 
weekday meeting was arranged at Care home #2 to which three family members attended. One 
attendee had already expressed a wish for the assessment not to go ahead, but came for 
information regardless. The other two attendees agreed that an assessment could go ahead after 
the meeting. At Care home #3, the meeting occurred on a Sunday afternoon and was attended by six 
family members. Some of these were multiple attendees for the same resident, typically where 
siblings had either Enduring Power Of Attorney or LPA and wished to be equally informed. There was 
one eligible potential participant in Care home #4. The researcher met with the resident’s spouse to 
discuss the study and also spoke via telephone to the resident’s adult child. Both advised that the 
assessment could occur. However, the day before the capacity-to-consent assessment was 
scheduled, the family changed their decision. Care home #4 was no longer a field-site. To 
summarise, many family members of the care home residents did not attend the relative’s 
information meeting, but this was not a pre-requisite to the resident’s involvement. The Pre Data 
Collection Letter, Pre Data Collection Form and meetings with relatives fulfilled MCA requirements 
that others should be consulted about the project before involving any vulnerable adult (Mental 
Capacity Act, 2005). Legally, the researcher did not have to take families’ advice if they preferred for 
a capacity-to-consent assessment not to occur, but did so as this was perceived ethically and morally 
appropriate and may otherwise have hindered her relationship with the care homes and future PCs. 
 
A list of residents with a diagnosis of dementia was provided to the researcher by each care home 
manager after the consultation process with family members had occurred. The names of residents 
whose families did not want them to be involved were not included on these lists. The capacity-to-
consent assessment utilised the Resident Information Sheet, Capacity Form and Supported Decision-
Making Form to determine and record capacity of potential participants. The care home managers 
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or staff advised on an appropriate time for assessments, for example not during mealtimes when 
residents may have been distracted or after medication when they may have been drowsy. Family 
members or formal carers were present for some assessments to assist the researcher with 
interpreting the resident with dementia’s communication. 
 
The assessment was a dialogue. The assessor (the researcher) discussed the project with the 
resident, the study aim, and what the person’s participation would involve. The assessor outlined 
the consequences of deciding; if they agreed to participate their care record was to be viewed, and if 
they decided not to participate there were no adverse consequences. To be deemed as possessing 
capacity-to-consent, the person needed to communicate in some way that they had understood, 
retained, and weighed the information given to them about the research.  
 
When a resident was found to possess capacity-to-consent and they wished to participate in the 
research, they signed two copies of the Resident Consent Form. They retained one copy. A Courtesy 
Letter was sent to their main family carer to notify them of the outcome. Should a resident have 
been found to possess capacity-to-consent but did not wish to participate, their care record would 
not have been viewed. The procedure to consult with PCs regarding relatives without the capacity-
to-consent was described earlier in sub-section 7.4.2. Non-responding PCs received a telephone call 
from the care home administrator after a few weeks to prompt them about the Personal Consultee 
Form. Some then returned the form, others expressed verbally that they perceived their relative 
would not take part. Nominated Consultees were not required. 
 
The researcher was provided with a private area in each care home in which to view the care 
records. A paper-based copy of the Mapping Framework was used to collect data, but it soon 
became apparent that there was more information in each record than could be recorded using the 
form. Many pages of notes were produced at the end of each mapping exercise. It took 
approximately three hours to work through one care record. It therefore necessitated multiple visits 
to each care home to complete Stage One of data collection.  
 
7.5.5: Analysis 
The data collected during the mapping exercise were transformed into prose to create a vignette 
linked to each participating resident. Vignettes are manageable summaries of the data to enable 
ease of understanding, and have been used as a qualitative method to summarise and reveal 
interesting points about research populations (Miller et al., 1997). The vignettes were then 
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compared to identify the different care circumstances experienced by the residents (McDonnell et 
al., 2000). Although the vignettes did not contain enough data to address the research questions of 
this study fully, they were able to illustrate the different ADL difficulties of the residents with 
dementia and the ATs used by and with them. They were also used to select variety of the Stage One 
participants for further exploration using case study strategy in Stage Two. 
 
7.6: Stage Two of data collection 
In Stage Two, interviews with informal and formal carers enabled in-depth exploration of the ATs 
used by and with the care home resident. The interviews were focused on the subjective 
experiences of the key informants to investigate the residents’ difficulty in conducting ADLs, AT use 
in both settings, and the circumstances leading up to relocation of care. 
 
7.6.1: Participants 
From the 16 residents who participated in the care mapping exercise, all were selected for further 
investigation. It was originally intended that the data in the vignettes would inform the selection of 
particular cases of interest for further investigation in Stage Two. In the original design, it was 
hypothesised that all 56 eligible care records would be mapped and approximately 15 of these 
would be selected for Stage Two. It was intended that purposive selection, a method more 
appropriate for case study strategies than random sampling (Stake, 2000), would be used to choose 
residents to represent a variety of circumstances in relation to family composition, community care, 
type of dementia, and varying difficulties with ADLs (Ben Mortenson et al., 2012, Denscombe, 2010, 
McDonnell et al., 2000, Stetler et al., 2007, Tellis, 1997, Yin, 2003b). However, due to the high drop-
out and low participation rate in Stage One, the researcher and supervisory team decided that family 
members of all 16 residents were to be invited for an interview in Stage Two. One resident died at 
that time so the families and keyworkers of 15 residents were invited to participate. 
 
As the residents with dementia were not interviewed, interviewees needed to be people with a 
significant role in their lives, known as ‘key informants’. ‘Key informants are often critical to the 
success of a case study’ (Yin, 2003b, p.90) as they can provide both retrospective and current 
perceptions and experiences of AT for ADLs (Simons, 2009). By interviewing keyworkers and informal 
carers, each case study could draw on multiple experiences. This was designed to reduce bias that 
may have occurred were the case study to rely heavily on one key informant. The possible 
disadvantages of poor interviewee recall and articulation still applied (Yin, 2003b). Although there 
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were no strict exclusion criteria for key informant eligibility, the researcher did not have funds to pay 
for a translator. Therefore, potential interviewees who could not speak, read, or write English were 
ineligible for interview. However, this did not occur during Stage Two of data collection. The 
researcher would have striven to include potential participants with special communication needs. 
For example, interviewees who were deaf could have been accompanied by a sign-language 
interpreter or submitted written answers to the interview questions. Again, this did not occur. 
 
The study design enabled interviewees to suggest other keyworkers, family, or friends who had 
knowledge to contribute to the case study. Therefore, it was possible that some participants could 
be identified by snowball sampling. When all potential informal key informants of a resident 
declined to be interviewed, the keyworker was not invited for interview and the resident did not 
become a full case study. 
 
Due to lack of interest from families of five residents with dementia who had been in Stage One, in 
total there were 10 case studies created following Stage Two of data collection. Interviews were 
conducted with 10 keyworkers and 11 family members (two siblings were interviewed together for 
one case study). Multiple flowcharts provided in Appendix 4 present the total numbers of 
interviewees in Stage Two and the number of participants sourced from each of the three care 
homes. There were seven female adult children and two male adult children interviewed. One 
female spouse also participated; the lack of spousal participants reflected the typically widowed 
state of the residents. In one case study, the immediate family member was the nephew of a 
resident. He recommended that his wife, the resident’s niece-in-law, be interviewed as she had 
more knowledge of his aunt’s care. All 10 keyworker interviewees were female. Male carers were 
employed at the care homes but none were keyworkers assigned to the residents under 
investigation. Although it did not happen often, in some circumstances a resident’s keyworker did 
not know them well enough to contribute. For example, they had only just become the person’s 
keyworker so were not the most knowledgeable source of information. In such cases, a previous 
keyworker or experienced staff member with appropriately detailed knowledge participated instead. 
Age and other demographic data were not collected from interviewees.  
 
7.6.2: Interview topics and other materials 
In this sub-section, the topic guides for the two types of interviewees and the recruitment and 




Separate topic guides were created for family members and friends, and keyworkers (Appendix 4). 
The interview topics covered the five factors suggested by Brown et al. (2004) when conducting 
holistic research: person factors, context factors, activity, experiences, and well-being. Interview 
topics for informal carers concerned: their experiences of the difficulties in assisting with the 
person’s ADL needs and how these difficulties may have been related to the need for entry into a 
care home; whether ATs were used for ADLs; how they obtained ATs; if they perceived AT use to 
have delayed institutionalisation; their perceived barriers to ATs; and relationships with community 
care services. Interview questions for keyworkers concerned: their dementia specific training; how 
ATs were used with the resident while residing in the care home; their perceptions of the value of 
this; and whether they thought ATs could improve care home and family relations. 
 
Family members and keyworkers received Interview Invitation Packs consisting of an Interview 
Invitation Letter, Information Sheet, and Study Form to be returned in an enclosed stamped 
envelope. These can be viewed in Appendix 4.  
 
Prior to the interview, both participants and the researcher signed two copies of the Interviewee 
Consent Form (Appendix 4). Participants retained one copy. This ensured that both possessed a 
written record that the interviewee had: been briefed about the research, had the opportunity to 
ask questions, understood the withdrawal procedure, consented to be recorded, and were happy to 
receive information about the study results. 
 
Interviews were recorded on an Olympus WS-321 M Digital Voice Recorder. Recordings were 
uploaded onto the researcher’s university personal computer. The device worked with Windows 
Media Player software which was already loaded onto the computer as standard. 
 
7.6.3: Procedure 
This sub-section outlines the protocol for recruiting and conducting interviews for Stage Two. This 
includes the procedure for ensuring that ethical guidelines were followed, the type of interviews, 
and transcription. 
 
Interview Invitation Packs were posted to family members. The care home administrator addressed 
the envelopes. The Family and Friends Study Form within the packs enabled potential interviewees 
to express any interest in participating via post. They could alternatively use the contact details to 
email or telephone the researcher. If contact had not been made in some way after three weeks, the 
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care home administrators conducted follow-up telephone calls on behalf of the researcher. Two 
potential participants received follow-up emails from the researcher because they had previously 
been in contact via email during Stage One. The keyworker for each selected resident was informally 
asked either face-to-face or via telephone at the care home to participate in an interview. They were 
then given or posted a keyworker Interview Invitation Pack. 
 
Convenient interview dates and locations were then arranged. There were 20 interviews in total 
with 11 informal carers and 10 keyworkers for 10 care home residents with dementia. Eighteen 
interviews took place in a designated quiet room at the care homes and two occurred at the homes 
of informal carers. Before the interview began, participants received a second copy of their 
Information Sheet to remind them of the study, and the procedures of the interview were re-
explained to them. They were given time to ask questions or request further information if needed. 
Participants signed two copies of the Consent Form and retained one. 
 
The interviews were semi-structured in nature, as structured interviews lack flexibility and 
spontaneity (Kvale and Brinkmann, 2009). Therefore, the interviewer was able to explore 
unanticipated topics when they arose, to probe the participant further and thereby obtain rich data 
(Merton et al., 1990, Wengraf, 2001). This interview strategy was able to produce insightful data 
targeted on the specific topic, while also reducing the likelihood of researcher bias arising from a 
strict question schedule (Yin, 2003b). That is, to obtain data drawn from the participants’ 
experiences and not only to collect rigid answers to questions created entirely by the researcher. 
Afterwards, participants were debriefed (for example, it was reiterated that they could withdraw 
information up until the time of transcription), and thanked for their time. 
 
The interviews were digitally-recorded. Verbatim transcripts for each interview were created from 
the recordings. The transcription style used no punctuation in the participants’ dialogue to avoid 
changing the meaning or intent of the comments made by interviewees. Question marks were 
added to the interviewer’s questions as she was aware of the intent of her own comments. 
Quotation marks were, however, added to participants’ dialogue when they quoted something that 
they or another person had said. Comments such as ‘erm’ and ‘mmm’, notes such as ‘[laughs]’ and 
‘[points out of the window]’ as well as the interactions between interviewees (in the case of the 
sibling joint interview) were included. This ensured that an accurate representation of the interview 
was created before data analysis. Potentially identifiable names or places were anonymised, for 





There were two interview transcripts for each case study in Stage Two; one each from a keyworker 
and a family member. The data from these transcripts were merged with the vignettes from Stage 
One to create a detailed, chronological case study for each of the 10 residents. That is, case studies 
were ordered in time sequence and by ADL to show how individuals’ disability changed from living in 
the community to residing in their care home. 
 
Then, the care record data and interview transcripts were subject to a cross-case comparison. A 
thematic analysis was used to identify patterns of experiences within the data (Braun and Clarke, 
2006). A cross-case comparison using thematic analysis is appropriate for case study analysis (Flick, 
2014, Stetler et al., 2009). The qualitative data analysis software NVivo, version 9, was used to 
facilitate this. In the first wave of analysis, both semantic codes (from the words actually used) and 
latent codes (meanings behind the words) were made (Flick, 2014). The initial coding structure was 
generated from the analysis of the care record data and multiple interview transcripts for Case A 
(the first resident with dementia whose data were turned into a case study), and then modified as 
care record data and interview transcripts for the other residents were analysed (Flick, 2014). These 
codes were put into ‘initial themes’. These initial themes were split or merged in a second wave of 
analysis, using a deductive approach to have more close accordance to the study research questions 
(Braun and Clarke, 2006). These resulted in five ‘potential themes’. These potential themes, and in 
particular their sub-themes, were further refined in a third wave of analysis to create the five ‘final 
themes’ and their sub-themes. These final themes focused on the ADL performance and associated 
AT use of people with dementia in community and care home locations. They also included some 
findings on the institutionalisation decision. As the case studies were exploratory and qualitative in 
nature, there were no hypotheses to be tested. In thematic analysis there is no aim to produce a 
theory of AT use, as is the purpose of other types of qualitative data analysis such as grounded 
theory (Braun and Clarke, 2006). Rather, the intention was to identify common and unique 
experiences of ADL disability and AT use among people with dementia (Stavros and Westberg, 2009, 
Vaismoradi et al., 2013). 
 
7.7: Changes based on a pilot study 
A pilot study was conducted in 2011 at one of the care homes to test the Stage One and Stage Two 
research methods. In this first version of the study design, care records were viewed only by the 
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keyworker during Stage One. Data were then collected through conversations with the keyworker. 
Although this method of data collection produced accurate and up-to-date information about a 
resident, keyworkers were both pushed for time and unsure as to which information was relevant. 
Furthermore, as the same keyworker later participated in an in-depth interview about the resident, 
they repeated some of the information. As such, the study design was altered for this thesis to 
enable the researcher to map the care record alone; this meant that permission to view the record 
was needed from the resident. As this then fell under the remit of the MCA, ethical approval from 
SCREC was necessary.  
 
Another amendment to the design of the research strategy based on the pilot study was to ensure 
that some spouses were interviewed. This was because all family informants in the pilot study were 
of a younger generation to the residents, and had not lived with them prior to their 
institutionalisation. It was anticipated that spouses may have different experiences of providing 
community-based care for ADLs, and negotiating AT use with people with dementia. However, in 
actuality only one spouse was able to be interviewed for this final study. 
 
7.8: Chapter 7 summary 
In this chapter, the in-depth case study design was detailed and justified. The ethical and legal 
considerations made by the researcher to gain ethical approval and ensure the project did no harm 
to participants were presented. The methods for Stage One and Stage Two of data collection were 
detailed, and the analyses conducted on the resulting data were described. A short description of 
the pilot study indicated the changes that were made to the project design. Observations resulting 
from the care record contents and vignettes are presented in Chapter 8, and the full case studies 




Chapter 8: Stage One vignettes 
In this chapter, the findings from Stage One of data collection are presented. For Stage One, relevant 
data were mapped from the care records of residents in the three care homes. Only residents who 
had a clinical diagnosis of dementia were eligible. The data that were mapped were turned into 
vignettes, one for each participant. This enabled the clear presentation of each person’s ADL 
disability and their associated AT use. The contents of these vignettes were compared to select 
participants for Stage Two of data collection. They were also then used as skeletons upon which 
interview data were added in Stage Two. The care record data were additionally used for an initial 
exploration of research question 5, which investigated the use of ATs in care homes by and with 
people with dementia for ADL performance. 
 
The chapter begins with a description of Stage One participants whose care records were mapped. 
Codes were assigned to each participant to hinder the identification of residents. Their gender, type 
of dementia they were diagnosed with, and time since diagnosis, if known, are presented. A 
description of the care record contents follows. An organisational framework was created to 
categorise the plethora of documents and forms contained in each care record. This framework also 
aided the creation and structure of the vignettes related to each resident. 
 
These vignettes provided an initial means of understanding the ADL performance of each 
participant. In the following four sub-sections of this chapter, patterns observed in the vignette data 
are discussed. The first two sub-sections present patterns concerning what is known about 
residents’ ADL disability and associated use of ATs. To summarise: residents with dementia were 
monitored by carers throughout ADLs for safety reasons; immobility affected all aspects of care 
home life; and co-morbidities played a significant role in ADL disability. Incontinence was 
experienced by all but one resident. The most commonly used ATs were for mobility difficulties. Few 
residents used ATs for grooming. Moreover, AT use was temporary and dependent on the 
improvement or progression of the resident’s condition. Resistance to ATs was common among the 
residents; dementia limited their ability to understand the consequences of not using devices. The 
third sub-section presents patterns identified from the triangulation of vignette data with the care 
home descriptions previously presented in Chapter 7. Findings suggested that staff preferences and 
barriers to use of certain ATs affected presence and use of devices in the care homes. It was felt that 
staff preferences may be as important a factor in AT use as the cognitive and physical functional 
limitations of the resident with dementia. In the fourth sub-section of observed patterns, a critique 
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of the use of care record mapping is presented. Overall, care record data made important initial 
contributions to the understanding of ATs used in care homes for ADLs. However, they were an 
incomplete source of information and did not enable the researcher to fully explore this study’s 
research questions. All four patterns of observations build a case for more detailed data to be 
collected from key informants of Stage One participants during Stage Two. 
 
In the final section of this chapter, a key change to the design of this study is described. Initially, the 
design included the selection of individuals, based on the Stage One vignettes, to elicit multiple case 
studies in Stage Two. However, there were high drop-out rates observed during Stage One 
participant recruitment. Drop-outs were attributed to: resident death and illness, residents leaving 
the care home, and the protracted capacity-to-consent assessment and Personal Consultee 
procedure. To account for drop-out of potential participants in Stage Two recruitment, it was 
decided to invite the key informants of all 16 vignette participants to be interviewed. Brief details of 
the Stage One participants are presented below. 
 
8.1: Stage One participants 
The numbers of potential participants and the drop-out rates in each care home during each step of 
Stage One recruitment were outlined in Chapter 7. This information is shown in the Stage One 
flowcharts in Appendix 4. Sixteen care records were mapped in total. Table 6 below shows details of 
the residents. Codes were assigned to mask the residents’ names: ‘Case A’, ‘Case B’, and so on. 
Fifteen of the 16 residents were female. Two participants resided in Care home #1, six in Care home 
#2, and eight in Care home #3. Thus, 50% of the participants resided in one care home. All of the 
residents had AD or VaD (unless it was unclear or unspecified in the care record). Some of the care 
records held details of when the person was diagnosed; none included how the diagnosis was made 
or by whom. Of those for whom a date was included, time since diagnosis ranged from three to five 
years and up to 14 years. Case G had been diagnosed for the least amount of time at either three or 
five years (there were inconsistencies within the care record). At the time of data collection she was 
mobile, received help only with washing and grooming ADLs, and her main cognitive impairments 
were in the areas of recall, language, and lack of insight into her disabilities. By comparison, Case L 
had been diagnosed for the longest time at 14 years. Case L was described in the care record as 
bewildered by her surroundings at all times, completely immobile, unable to verbalise her needs, 
and requiring carer assistance with all ADLs. Although, as described in Chapter 7, one resident of the 
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16 was able to provide their own capacity-to-consent in the study, this is not indicated in Table 6 to 
prevent potential identification. 
Table 6: Details of residents whose care records were mapped in Stage One 
Resident  Gender Care home  Diagnosis Time since diagnosis 
Case A Female Care home #1 VaD 7 years 
Case B Female Care home #2 VaD Unspecified in record 
Case C Male Care home #2 VaD 12 years 
Case D Female Care home #2 VaD Unspecified in record 
Case E Female Care home #3 AD 6 years 
Case F Female Care home #3 VaD Unspecified in record 
Case G Female Care home #3 AD 3 or 5 years 
Case H Female Care home #3 VaD Unspecified in record 
Case I Female Care home #3 AD 11 years 
Case J Female Care home #3 VaD 6 years 
Case K Female Care home #1 VaD Unspecified in record 
Case L Female Care home #2 AD 14 years 
Case M Female Care home #2 Mixed dementia (AD and VaD) 7 years 
Case N Female Care home #2 Unclear: AD or VaD 5 years 
Case O Female Care home #3 AD 8 years 
Case P Female Care home #3 Unspecified in record Unspecified in record 
Key: AD = Alzheimer’s disease, VaD = Vascular dementia 
 
8.2: Care record contents 
In this section, the documents and forms that formed the contents of the care records are described. 
These are displayed using an organisational framework that was created by the researcher to aid 
analysis. Prior to Stage One fieldwork, it was expected that each care record would contain relevant 
data on: the resident with dementia’s ability to conduct ADLs; the human and technological 
assistance given for each ADL; and any environmental modifications that supported ADL 
performance. A second expectation was that care records would contain the same types of 
information for each resident, thus enabling purposive selection into Stage Two of this study. 
However, during fieldwork it became apparent that some records had missing information that 
should have been present as standard. This is discussed in more detail in sub-section 8.4.4. There 
were some concessions concerning missing data; for example, not all residents had a Bed-Rails 
Consent Form if these were not yet necessary. 
 
Nevertheless, each care record held a plethora of data about each resident. It took the researcher 
about three hours per care record to map relevant information. A list of the 60+ forms and 
documents within the care records is presented in the third column of Table 7 below. The first two 
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columns of Table 7 display the organisational framework (categories and sub-categories) created by 
the researcher to organise the wealth of forms and documents in each care record. This 
organisational framework enabled a clear and legible presentation of the contents to both the 
researcher and reader. Categories and sub-categories were created based on the type of 
information collected within the documents and forms. The main categories were: details about the 
resident as they entered the care home; the resident’s social care needs; their healthcare needs; and 
forward-planning for end of life care. A final category grouped any miscellaneous and on-going 
documents that appeared not to fit into the other categories. Each category is discussed below. 
 
The first category, ‘New resident details’, was created based on data collected on each person at the 
point of their entry to their care home. Such data appeared to be collected to ensure a safe, 
comfortable, and legal relocation. In the first sub-category, ‘Prior life’, information was collected 
about the person’s known preferences for care, their likes and dislikes (for example, food they 
particularly enjoyed), and their life prior to entering the care home. These documents and forms 
were intended to provide the care home staff with ideas of appropriate topics of conversation. The 
information could also aid employees’ understanding and interpretation of the resident’s behaviours 
(Burke, 2010, Innes, 2009, Vittoria, 1998). It had been anticipated that the Life History Form and Pre-
Admission Document would detail the reason for institutionalisation. Such data would aid 
exploration of research question 4 concerning the tipping points for care relocation and whether AT 
use was involved in the decision. However, only one of the 16 care records described the reason for 
institutionalisation. For the second sub-category, ‘Safety’, the Missing Persons Form and the Fire 
Evacuation Form collected safety data at the point of entry to the home. For example, the former 
held a detailed description of the physical appearance of the resident in the event of being lost. 
These two documents were a good initial source of information on the resident’s immobility and the 
extent of human and technological help he or she would need in an emergency, such as whether 
they would need to be transferred to a stretcher using a hoist. The third sub-category, ‘Legalities’, 
contained information to demonstrate the care home had complied with relevant legislation at the 
time of the relocation. These documents recorded whether the resident had consented to relocate, 





Table 7: Organisational framework to categorise care record contents 








Pre-Admission Document; Life History Form divided into 
childhood and adolescence, young adulthood, middle age and 
later years; Special Things and Important Dates Form; 
Important People Chart; Inventory Form to list the personal 
items they relocated to the care home with 
Safety  Missing Persons Form; Fire Evacuation Form 
Legalities  
 
Consent to Care and Treatment Form; Photography Consent 
Form; Mental Capacity Assessment; Deprivation of Liberty 
Safeguards Checklist; Rights Form; Safeguarding Form 
Social care 
needs 





Care Plan for Specific Needs; Care Assessment and Life Plan; 
Dependency Tool which listed the ADLs and indicated the 
resident’s level of need for these tasks, plus a Dependency Tool 
Summary and resulting Action Plan which included how many 
staff and which ATs the person needed for each task; Care Plan 
Review which was conducted at set times 
Mobility 
 
Manual Handling Risk Assessment; STRATIFY (St. Thomas’ Risk 
Assessment Tool in Falling Elderly Inpatients) Assessment; 
Physiotherapist’s Report; Mobility Form; Bed-Rail Consent Form 
Dressing  Dressing Form; Controlling Body Temperature Form 
Nutrition 
 
MUST (Malnutrition Universal Screening Tool) Assessment; 
Fluid Balance Form; Nutrition Form 
Personal hygiene Personal Hygiene Form for washing and bathing 
Continence 
 
Elimination Form; Bristol Stool Form Scale to monitor the 
consistency of faeces 
Psychological 
state 
Anxiety Form; Depression Form; Activity, Social Care, Well-
being and Engagement Form; Mental Health and Well-being 
Form 
Behaviour Behaviour Form; Behaviour Tracking Form; Orientation Form; 
Communication Form 
Safety Accident Forms; Hazardous Substances Assessment 




Condition Long and Short Term Medical Conditions Form; Weight/Blood 
Pressure Monitoring Form; Pain/Symptom Control Form; Abbey 





Waterlow Assessment to measure the resident’s skin integrity 
and their risk of pressure sores; General Body Map; Pressure 
Ulcer/Wound Body Map; Wound Assessment Form; Skin 
Integrity Form 
Medication Medication Form 
Professionals Healthcare Contacts Sheet which also noted their keyworker; 
Appointments Record 
End of life  Preparing for End of Life; Respite Care Plan; End of Life Care 
Plan; Do Not Resuscitate (DNR) Form 




In the second category, ‘Social care needs’, forms and documents recorded the person’s ADL 
disability and the assistance provided. First, the general social care and action plans were collated in 
the ‘Overall care plan’ sub-category. Each care record had a Care Plan for Specific Needs which had 
been written on the person’s entry to the care home and updated at regular intervals. This, and a 
corresponding Dependency Tool, detailed the human and technological assistance required to 
support the resident to perform each of the ADLs of interest to this research. Sub-categories were 
then created to categorise the forms and documents under each ADL. For example, a Dressing Form 
and Controlling Body Temperature Form were in the ADL sub-category: ‘Dressing’. Additional sub-
categories collated evidence on the person’s mobility, psychological state, and challenging 
behaviours. These could all give useful baseline information on the person’s daily life, ADL disability, 
and associated AT use. The ‘Safety’ sub-category under ‘Social care needs’ included a risk 
assessment for hazardous substances; for instance, Case K had one for her denture cleaning 
solution. Accidents were also recorded here. These two documents sometimes helped to indicate 
the person’s frailty, ADL performance, and even associated AT use. For example, some accident 
forms recorded that residents had fallen after forgetting to use their walking ATs. Three 
miscellaneous documents that still fit under the category of ‘Social care needs’ were included in the 
final sub-category, ‘Other’. These indicated the extent to which the person needed help to manage 
their spirituality, sexuality and other private matters, night-time routine, and sleep. It was in this 
‘Social care needs’ category that the bulk of relevant data were mapped. 
 
The third category of care record contents related to ‘Healthcare needs’. The first of the four sub-
categories concerned the person’s ‘Condition’, which included their co-morbidities, pain, and 
breathing. Given that this research was also interested in the extent to which other conditions 
impacted upon ADL disability, such information was important. Five forms collected information on 
‘Skin integrity’. These indicated whether the person was at risk of developing pressure sores (for 
example because of incontinence, immobility, or cellulitis), and whether any associated preventive 
and treating actions were recorded. This information provided relevant data on the person’s 
functional limitations and ATs used to manage the quality of their skin, such as blow-up foot 
elevators. Information in the ‘Medication’ sub-category indicated what treatments the resident had 
to manage their co-morbidities; these data were mapped to explore whether some treatments 
affected the person’s ability to perform ADLs. Finally, some information on ‘Professionals’ signified 
whether residents continued to keep their community healthcare professionals (such as their GP), or 
used others post-relocation. This information gave a broad indication of the management of some 
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ADLs and functional limitations in care home locations. For example, whether a resident would cut 
their own toenails or instead have regular visits from a podiatrist linked to the care home. 
 
There were four types of forms relating to palliative care or ‘End of life’, indicated in the fourth 
category of the organisational framework. Thirteen residents had a Do Not Resuscitate (DNR) form 
ready in the care record. The reasons were usually because Cardio-Pulmonary Resuscitation (CPR) 
would cause immense damage to the person’s body, which would lead to a poor quality of life. 
These provided the researcher with some idea of the frailty of each resident, and could be linked to 
information on their ADL performance. 
 
An ‘On-going’ document was placed into a fifth category. The care records contained a Daily Diary 
which recorded, for example, whether the person had slept well, or needed assistance to eat lunch 
that day. These usually dated back a few months, and were a useful source of data on current daily 
life including the person’s ADL disability and AT use. 
 
The organisational framework was created to categorise care record contents for clear display and 
understanding. The framework also assisted the formation of a structured vignette for each resident. 
Having identically-ordered vignettes aided purposive selection of participants for Stage Two of data 
collection. They also enabled some meaningful preliminary observations of Stage One data to be 
made. The organisational framework is a practical output of the experience of mapping data from 
care records and may be used as a model for future research design and analysis. This is discussed 
further in Chapter 10. Below, the vignette structure is described. 
 
8.3: Structure of the vignettes created from care record data 
The data mapped from each care record were turned into vignettes to display in prose the relevant 
information about a person’s experience of life with dementia, particularly their ADL disability and 
related AT use. Vignettes enabled the presentation of data in an organised and consistent way, using 
key factors relating to each individual’s ADL disability. The primary objective of this procedure was to 
create base data from which to compare and then select residents for a variety of case studies on 
ATs used, and not used, for ADL performance. The actual selection of participants is further 




The vignettes were written in the present tense to denote the person’s current abilities at the time 
the data were collected in the spring and summer of 2013. Therefore, any information relating to 
year; for example, ‘Case A is a female in her early 80s. She has VaD, which was diagnosed seven 
years ago’ reflects the situation at the time of data collection. Exact dates are not presented in this 
thesis to prevent identification of care home residents. The vignettes for Cases A through P are 
provided in Appendix 5. 
 
The structure of the vignettes was based on the categories and sub-categories identified in the 
organisational framework created to legibly display the care record contents, which was presented 
in section 8.2. Specifically, the vignettes were structured by chronology and by type of ADL into the 
following sections: ‘Pre-relocation’, ‘Relocation, capacity and care home life’, ‘Medical and sensory 
conditions’, ‘Mobility and orientation’, ‘Washing, bathing and skin integrity’, ‘Grooming’, ‘Dressing 
and body temperature’, ‘Bathroom use and continence’, ‘Eating’, and ‘End of life plan’. They were 
categorised as such to aid identification of participants’ ADL performance and associated human and 
technological assistance. The structure enabled a holistic understanding of ADL performance, as 
information could be linked within the vignette to their cognitive and physical impairments, co-
morbidities, and to the wider context of the environment (such as care home design). Comparisons 
between participants were also possible due to the structure. For example, both Case A and Case E 
resided in Care home #1. The ‘Washing, bathing and skin integrity’ section of the vignettes indicated 
that Case E required intermittent, and sometimes complete, physical human support to wash. She 
also frequently used a bath hoist. Case A, however, could usually wash herself without help, 
although sometimes required verbal prompting. She could use the walk-in shower, and had the 
steps of showering on a wall poster to help her. Thus, data could be compared between the 
vignettes to understand how performance of the same ADL differed among people with dementia 
who resided in the same environment. Then, participants could be selected to represent a variety of 
disabilities, histories, demographics, and personalities for Stage Two case studies. 
 
It is acknowledged however, that although the vignettes were structured by ADL, impairments in 
one ADL can impact on others. For example, the Waterlow score indicates the person’s likelihood of 
developing pressure sores and thus affects their skin integrity, so is presented in the ‘Washing, 
bathing and skin integrity’ section of each vignette. However, skin integrity can also be affected by 
the person’s: weight (yet weight data was placed into the ‘Eating’ section); co-morbidities such as 
cellulitis (found in the ‘Co-morbidities’ section); fluid intake (‘Eating’ section); immobility (‘Mobility 
and orientation’ section); or incontinence (‘Bathroom use and continence’ section). Thus, a 
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discussion of skin integrity could be linked to any number of the vignette categories. To further 
illustrate, a person may be perceived as incontinent because of bladder or sphincter weakness, 
whereas in fact their incontinence was caused by either the inability to perceive the need to 
evacuate their bowels, the inability to communicate this need to others, their disorientation when 
locating a toilet, or immobility. Again, a discussion of their incontinence could be linked to multiple 
cognitive and physical impairments and performance of other ADLs. Therefore, understanding ADL 
impairment for people with dementia does not fit neatly into separate boxes. 
 
The comparison of vignette data was anticipated not only to aid selection for Stage Two, but to 
enable initial exploration for research question 5, concerning ADL performance and related AT use in 
care home settings. Thus, two key gaps identified in the scoping review could begin to be addressed: 
the task-specific difficulties people with dementia have when performing ADLs (Chapter 3), and 
when and how ATs are used in care homes for residents with dementia (Chapter 5). Some key 
patterns were observed in an exploration of vignette data; these are presented below. 
 
8.4: Patterns observed from the vignette data 
There were four patterns observed in the data once the vignettes were created, and while they were 
being used to identify and select participants for full case studies in Stage Two. Each pattern is 
presented in the following four sub-sections. The first pattern relates to the ADL disabilities of 
residents. The second pattern concerns what was known about the ATs that were used by the 
residents with dementia. The third observed pattern relates to the care home environments. This 
brings together the descriptions of care homes previously presented in Chapter 7 with vignette data. 
The fourth observed pattern in the vignette data concerns three main issues with using care record 
data for this study. 
 
8.4.1: Residents’ difficulty performing ADLs  
Overall, the care record contents demonstrated that living well in a care home is about much more 
than being able to perform ADLs. Care home staff were not only responsible for meeting these basic 
ADL needs, but for ensuring the legal, health, emotional, and spiritual well-being of residents in their 
care (Maslow, 1943, Vittoria, 1998). Although quality of life is multi-faceted, only ADL performance 
was the focus of this study. The data did not indicate whether the individuals arrived at the care 
home with ADL impairments, but did demonstrate that all of the ADLs under investigation were 
impaired to some extent among Stage One participants while living in their care homes. Residents’ 
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performance of ADLs is presented in this sub-section. However, first there were four general 
patterns that seemed to set the context for ADL performance. These related to the need for carer 
monitoring during ADLs; the opportunities staff presented to enable self-performance of tasks; the 
contributing role of physical and psychological co-morbidities on ADL performance; and the 
substantial role of immobility which influenced the disability experienced. 
 
All of the participants were at a stage where, at the very least, visual monitoring during ADLs and 
general daily life was required for their safety. That is, those who needed the least assistance still 
usually required supervision from a carer to watch them to ensure tasks were fulfilled appropriately, 
even at the expense of privacy (Rosenberg et al., 2012). Those with severe dementia required 
complete assistance with all aspects of daily life as they became immobile, lost communication skills, 
and became unable to plan and sequence actions (Lawrence and Jette, 1996). 
 
Yet, the data also demonstrated that care home staff provided multiple opportunities for residents 
to perform tasks and activities for themselves, when appropriate. For example, Case A was able to 
use the kitchenette to make cups of tea alone, although staff always ensured the kettle was already 
filled with water, and labels were on items. These strategies helped Case A to maintain some sense 
of independence and liberty, albeit also contributed to her delusion that she worked at Care home 
#1. However, Case A could only make a cup of tea on her own because the environment, the design 
of the dementia-friendly kitchenette, enabled this. The only task whereby opportunities for 
residents to perform activities alone were not promoted at all concerned the administration of 
medication in the care homes: all residents were dependent on the nursing staff of the homes to 
provide this at the appropriate time. Legally of course, staff cannot force residents to take their 
medication, but owing to memory loss associated with dementia there was concern that some 
residents would forget their pills if they were to self-manage their treatments. Subsequently, there 
was no recorded use of medication-reminder ATs in care records. 
 
The vignette data indicated that the residents with dementia had physical, sensory, and 
psychological co-morbidities which contributed to poor ADL performance. Almost all had poor 
hearing or sight, and arthritis in particular caused significant pain and stiffness which necessitated 
carer or technological assistance with daily activities. The symptoms of dementia further 
exacerbated co-morbid symptoms; for example, Case F’s glaucoma worsened as she could not 
remember to stop rubbing her eyes, and Case P refused to wear hearing aids because she lacked 
insight into her deafness. The psychological consequences of dementia were extremely apparent in 
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the residents. Ten of the 16 displayed anxiety and associated symptoms and behaviours such as 
bewilderment and agitation, which impacted upon ADL performance. For example, Case B was 
anxious about her incontinence. Case M would ‘fight back’ when receiving washing and toileting 
assistance from staff, although once the task was over she would calm down and request a kiss from 
the carers. Some residents were on antipsychotic medication to manage their anxiety. Depression 
was prevalent in seven of the 16, with tearfulness, being withdrawn, and refusing to eat being 
common behaviours. Verbal and physical aggression, suspicion, paranoia, and associated accusations 
were also indicated in the care records. These behaviours hindered carers’ assistance with ADLs. 
Bewilderment and disorientation to time, place, and person were displayed by most residents, and 
were more apparent in those who had progressed to a later stage of dementia. Room signs and 
labels were always in place, but eventually became un-noticed or indecipherable to residents. 
 
All of the residents had at least some immobility. Even Case G, who had the most functional capacity 
of the participants, was prone to falls. Again, for some residents poor mobility was attributed to a 
co-morbid condition such as arthritis or stroke. How the functional limitation of immobility 
contributed to impaired performance of all of the ADLs was explained in the disablement process 
model (Nagi, 1965, Verbrugge and Jette, 1994) in Chapters 3 and 4. As many participants used ATs to 
manage their immobility separately to ATs for ADLs, mobility-related ATs were subsequently 
included in this investigation of technologies used by people with dementia. However, although the 
care records detailed the mobility-related ATs that the person used such as wheelchairs, slide-
sheets, and stand-aid hoists, they did not detail: how the person’s bodily movements had become 
affected; when they began to experience immobility; and how it changed over time. Therefore, the 
extent to which dementia led to this functional limitation could not be determined by the care 
record data alone. Generally, the more physical functional limitations the person had, the more ADL 
assistance was given to them. 
 
Concerning the ADLs under investigation in this research, the performance of washing and bathing 
seemed quite determined by the presence of co-morbidities and immobility. Arthritis in particular 
was a big indicator of the extent to which human and technological assistance was required with 
washing and bathing. The effects of cognitive impairments were more apparent during washing and 
bathing, when residents were confused about the steps needed to wash or displayed resistance and 
aggression. This finding was reflected in previous studies as most research attention has been given 
to resistant behaviours when bathing, rather than the performance of the task (Dunn et al., 2002, 
Namazi and Johnson, 1996, Sloane et al., 1995). Case A was the only Stage One participant who was 
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able to shower on her own; however, even she required checking by a carer afterwards (sometimes 
during) to ensure she had completed the task appropriately. 
 
Fifteen of the 16 participants had some type of incontinence. This either related to inability to 
control the bladder or bowels (Hägglund, 2010), or because they eliminated in an incorrect location 
(International Longevity Centre-UK, 2013), such as Case O who would self-evacuate her bowels with 
her hands and hide the contents. Those with poor sphincter control used continence pads, but the 
care records did not detail whether the incontinence was caused by cognitive or physical functional 
limitations, or the environment. The sixteenth resident, Case A, had toileting disability relating only 
to physical functional limitation; her arthritis meant she required a raised and winged toilet seat to 
aid sitting. Those with greatest immobility also used ATs to aid toileting, such as stand-aid hoists to 
transfer onto bedroom commodes. 
 
Eating was one of the more varied ADLs in terms of the assistance each resident needed. All required 
help with tasks that required wrist and hand strength and flexibility, such as opening bottles and 
cutting food. Those residents in the less severe stage of dementia could feed themselves using 
standard cutlery, but still required some verbal prompting (Amella et al., 2008). Others whom had 
progressed in their cognitive and physical functional limitations took pureed food from a spoon 
which was administered to them by a carer. It seemed that the decision to present food in liquidised 
form usually followed the display of behaviours such as spitting out food, forgetting or refusing to 
swallow, and always after recommendation by a SALT (Speech and Language Therapist for 
swallowing disorders). There was no acknowledgement in the care record of why problems with 
eating occurred, or whether the environment contributed to poor eating behaviour (Griffin, 1995, 
Slaughter et al., 2011). The individuals with pureed diets also had thickeners in their fluids to prevent 
accidental aspiration of liquid. Fluid thickeners were considered an AT in this study. Observations 
relating to ATs used by residents are given particular attention below. 
 
8.4.2: Assistive Technologies used by and with residents 
In this sub-section, patterns concerning the ATs used in the care homes are discussed. These were: 
that the majority of ATs were to aid immobility; most were not dementia-specific in design; they 
were not used by residents with dementia alone; ATs were not used for the performance of certain 
ADLs; use of most ATs was temporary depending on the person’s condition; and refusal to use ATs 
was common among the residents with dementia owing to lack of insight into their condition. These 




The ATs used by each care home resident are listed below in Table 8. As can be seen, all residents 
used ATs. The majority of the devices were for immobility and transferring actions, although 
continence pads and fluid thickeners were also common. None of the devices used, with the 
exception of room signs and item labels, were dementia-specific but instead general devices that 
could be used by any care home resident (Passini et al., 2000). Dementia-specific environmental 
modifications included colour-contrasting toilet seats in the main corridor bathrooms, and some 
colour contrast in hallways, for example to enable the hand-rail to be seen. 
 
When looking at the actual usage of present ATs, it seemed that nearly all of the devices, except for 
floor sensors next to beds, required the input of at least one carer for use. Whether this did or did 
not increase staff workload (Boger et al., 2006, Mihailidis et al., 2008) was of interest for Stage Two 
of data collection. Thus, the data suggested that ATs did not substitute for, but only supplemented, 
carer assistance (Agree et al., 2005). However, this raised a further question concerning whether the 
residents did indeed use some ATs alone, but only those that carers used with them were written in 
the care records. Some similar inconsistencies are discussed in sub-section 8.4.4. 
 
It was observed from the vignette data that ATs were not used for grooming ADL, excluding typical 
devices such as a toothbrush or hairdryer. Dressing was another ADL where assistance was 
completely human until a resident became bed-bound. Then, slide-sheets were used to move the 
body to prevent harm to residents and carers as a result of manual handling. This indicated that ATs 
were only used once safety became a priority issue. Indeed, it seemed that for immobility and other 
ADLs, ATs were only used when safety was a concern: whether to prevent falls and injury, skin 





Table 8: Assistive Technologies used by participants in the care homes, according to their care 
record data 
Resident Assistive Technologies used currently or historically, as indicated in the care 
record 
Case A Walking stick, wet-room for showering, call-bell by bed, raised and winged 
toilet seat, instructions on what to do with dirty laundry, spectacles 
Case B Wheelchair with lap-belt, nursing bed, bed-rails with full-length bumpers, call-
bell by bed, continence pads, commode, hearing aid  
Case C Walking frame, wheelchair, stand-aid hoist with handling belt, bath hoist, 
nursing bed, bed-rails - inconsistency about bumpers, call-bell by bed, slide 
sheet, continence pads, fluid thickener in drinks 
Case D Water-chair with lap belt, stretcher, stand-aid hoist with small sling, nursing 
bed, pressure-relieving mattress, bed-rails with bumpers, call-bell by bed, 
slide-sheet, continence pads, nutritional supplement, fluid thickener in drinks, 
spectacles, hearing aids 
Case E Walking stick, bath hoist, nursing bed, pressure-relieving mattress, call-bell by 
bed, continence pads, inconsistency about dentures 
Case F Three-wheeled walker, wheelchair, stand-aid hoist with large sling, nursing 
bed, inconsistency about bed-rails, pressure-relieving mattress, call-bell by 
bed, slide-sheet, sensor mat next to bed at night, hip-protectors, continence 
pads, inconsistency about dentures 
Case G Nursing bed, call-bell by bed, sensor mat next to bed at night, continence pads 
Case H Walking frame, wheelchair, stand-aid hoist with sling, nursing bed, call-bell by 
bed, sensor mat next to bed at night, continence pads, commode, calcium 
supplement, fluid thickener in drinks, spectacles 
Case I Stand-aid hoist with sling, nursing bed, bed-rails with bumpers, call-bell by 
bed, slide-sheet, continence pads, one-time catheter, nutritional supplement, 
fluid thickener in drinks 
Case J Walking stick, walking frame, nursing bed, call-bell by bed, sensor mat next to 
bed at night, hip protectors, continence pads, commode, spectacles 
Case K Wheelchair when outside Care home #1, orientation signs on bedroom and en-
suite, call-bell by bed, sensor mat next to bed at night, blow-up leg support, 
continence pads, commode, lightweight mug with a large handle, spectacles, 
dentures 
Case L Water-chair, stand-aid hoist - inconsistency of sling size, bath hoist, nursing 
bed, bed-rails with bumpers, pressure-relieving mattress, call-bell by bed, 
slide-sheet 
Case M Walking frame, handling belt when walking, turntable to transfer, nursing bed, 
pressure-relieving mattress with air-compressor unit, bed-rails with bumpers, 
call-bell by bed, slide-sheet, clock in constant view, continence pads, 
commode, multiple nutritional supplements 
Case N Water-chair, stand-aid hoist with sling, nursing bed, pressure-relieving 
mattress with air-compressor unit, bed-rails with bumpers, call-bell by bed, 
slide-sheet, continence pads, commode 
Case O Walking stick, nursing bed, call-bell by bed, sensor mat next to bed at night, 
nutritional supplement 
Case P Wheelchair, pressure-relieving cushion for sacrum, stand-aid hoist with sling, 
nursing bed, bed-rails with bumpers, pressure-relieving mattress, call-bell by 
bed, slide-sheet, hip-protectors, continence pads, fluid thickener in drinks 
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Use of ATs appeared temporary depending on the person’s condition and whether it improved or 
worsened. For example, Case L used a blow-up foot elevator in bed only while a heel pressure sore 
healed, and Case I had a catheter until a sacrum pressure sore healed. Alternatively, and more 
commonly, a person used a device but then ‘upgraded’ to an AT that provided even more support as 
their disability progressed. For example, first he or she used a walking stick; as their cognitive and 
physical impairments increased a walking frame would be used (sometimes with carers aiding 
balance); and over time he or she used a wheelchair or water-chair plus transferring hoists. 
Eventually he or she became completely immobile and bed-bound, and only used a hoist for being 
weighed or sometimes to be placed onto a commode. This raises the query whether these residents 
were already people with major underlying disability and thus the corresponding post-AT residual 
disability was too great to prevent further decline (Taati et al., 2011, Verbrugge and Jette, 1994); or 
whether reliance on a device or carer, such as to support immobility, itself contributed to increased 
disability (Barzel, 1991, Faulkner, 2001, Foy and Mitchell, 1991, Pew and Van Hemel, 2004). Due to 
lack of data on the care records concerning the person’s life pre-institutionalisation, a comparison 
between community and care home AT use could not be made from Stage One data alone. 
 
Some patterns concerning refusal to use devices were observed. Case A would not use her walking 
stick, and as aforementioned Case P would not put in her hearing aids. It was noted in Case J’s care 
record that she would be angry if bed-rails were put in place, so none were used. Case O was 
frightened of the bath hoist and had to be persuaded to ‘go swimming’; such unfamiliar devices have 
been found to result in resistive or aggressive behaviours (Day et al., 2000, Namazi and Johnson, 
1996). Alternatively, it may be that the residents felt that device use would contribute to their being 
viewed by others as dependent and fragile (Bentley et al., 2014, Demiris and Hensel, 2009). Further 
exploration of use, non-use, and refusal to use ATs by residents with dementia was desired to 
understand these behaviours. Indeed, it was felt that the vignettes, while a useful source of data, 
could provide no context to ATs used by and with people with dementia (Innes, 2009). That is, care 
record data could report AT use, but not explore thought processes behind a decision to use an AT, 
or describe the complex phenomena of beginning to use and maintaining its use with a person with 
dementia. It also became apparent during Stage One of data collection that there some problems 
using care records as a sole source of data (see sub-section 8.4.4). 
 
In summary, there are a wide variety of ATs on the market that could be used in care home settings 
to support people with dementia to perform ADLs alone or in conjunction with a carer. Yet, these 
observations of ATs used by Stage One participants indicated that the majority of devices were to 
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support immobility. For some ADLs, such as grooming and dressing, ATs were rarely used. No ATs for 
ADLs were dementia-specific. This leads to questions concerning why some ATs were used and 
others were not, and how the physical and attitudinal environment of care home design and staff 
influenced device use. For example, as staff members typically identified opportunities for self-
performance of ADLs and also for potential use of ATs, whether they had some conscious or 
unconscious barriers to particular technologies. As carers’ preferences of AT use were to be explored 
for research question 3 and care home AT use for research question 5, the issue of environment was 
to be considered further when analysing carers’ interview data after Stage Two of data collection. 
 
8.4.3: Care home environments 
Descriptions of the three care homes were presented in Chapter 7. They illustrated the context 
within which residents lived, and in which they performed ADLs and used ATs. This is important 
because the disablement process model which underpins this thesis states that ADL disability only 
occurs when bodily functional limitations are performed in unsupportive environments (Allen et al., 
2001, Nagi, 1965, Nagi, 1991, Jette, 2009). Below, these descriptions are amalgamated with the 
vignette data, to provide some initial observations about the design of the care homes to support 
ADL performance, and whether AT use in these locations was supported. These had to focus on 
more public areas of the homes: corridor bathrooms (to support washing and toileting) and dining 
rooms (eating), as grooming and dressing activities were performed in bedrooms. 
 
Key features of the homes were described to indicate how they were designed to support, or were 
adapted to enhance support, ADL performance. Care home #1 was very specifically adapted for 
residents with dementia, with a dedicated wing for those with cognitive impairments. A dementia-
friendly and supportive environment had clearly been considered, there were: colour contrasts to 
aid safe walking; ‘front doors’ for bedrooms; a dedicated reminiscence room; and room-signs and 
labels on items. Care homes #2 and #3 were adapting their environments with similar styles at the 
time of data collection. However, whilst these adaptations enabled residents to feel more at home 
and aimed to prevent disorientation, these did not specifically support the basic ADL tasks. Instead, 
vignette data indicated that human carers were involved in almost all ADLs once support was 
needed. The only ADL exception seemed to be eating, when some residents used eating ATs alone. 
 
All of the care homes had kitchenettes on their wings within which residents could make a cup of tea 
on their own. However, Care home #1 was the only one of the three homes to have item labels to 
encourage people with dementia to make their own drinks. Subsequently, Case A, who lived there, 
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was the only one of all the Stage One participants to make her own cup of tea. Care home #1 was 
also unique with its support of eating ADL for residents with dementia. There, residents on the 
dementia wing were seated café-style at small round tables. They were encouraged to lay the table 
if they could. The small dining room, coupled with old songs on the radio, encouraged a focus on the 
food and enabled their keyworkers to more effectively provide supervision, verbal prompting, and 
physical assistance with eating. The other two care homes still had dedicated eating spaces for 
residents on each wing, but these were not dementia-specific. Fewer formal carers per wing at Care 
homes #2 and #3 meant that less human assistance was available per resident. 
 
Most bathrooms in the three care homes were wet-room style, with the exception of some small 
toilets in reception areas for visitors. This style of bathroom enabled residents to shower more 
easily, and to sit on shower seats or stools to aid washing if necessary. Care home #1 was the only 
care home to have a list of the steps to shower on the wall. This was for Case A, who was still able to 
perform these actions on her own. Most corridor bathrooms were observed to have a dark blue 
toilet seat in order to stand out more clearly from the pale surroundings, though not all the en-suites 
had colour contrast. Care home #2 was unique in comparison to the other two care homes in that it 
had only mechanical baths and no showering facilities at the time of data collection. This was a large 
property, but with only two bathrooms to assist residents to have supported baths. However, it was 
not known whether the en-suite facilities of mobile residents had baths; mechanical or non-
mechanical. They did not have showers. Informal discussions with staff indicated that residents 
typically had strip-washes or bed baths in their bedrooms and a traditional bath once weekly, owing 
to demand for the bath hoist. With only care home observations and care record data to infer from, 
it was not known the extent to which residents with dementia were free to make preferred choices 
of how and when to wash. Thus, more exploration on how the care homes supported washing ADL 
was required for Stage Two of data collection. From informal discussion with the formal carers, 
these coloured bathroom adaptations were not always available. There seemed to be some culture 
among employees of the homes of being happy with whatever item could be obtained at the time, 
and not pushing to obtain the most supportive, dementia-specific AT. 
 
Indeed, field notes from conversations with the staff members did indicate that employees could 
suggest for new ATs to be used when they perceived a potential need. However, care record data 
suggested that perhaps proposals for new devices were restricted to the extent of carers’ knowledge 
about what was available. For example, the comparison of vignettes indicated that no ATs for 
grooming or dressing (beyond a slide-sheet when the person was immobile) were used. If staff were 
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not aware that devices existed, then of course they could not perceive an AT opportunity. Yet, there 
were AT booklets in the reception areas of each care home. It is possible that: the environment of 
the care homes was such that employees had no time to research the devices that existed; ATs were 
considered an unnecessary expenditure given that carers were present; or residents preferred to be 
dressed and groomed with human assistance. It is also possible that ATs for these ADLs had been 
used, but abandoned. However, if so, these should have been recorded in the care records. 
 
8.4.4: Care records an incomplete source of data 
The patterns observed from the 16 vignettes produced an initial illustration of care home life with 
regards to ADL difficulties and the types of ATs used by residents with dementia. The mapping 
exercise showed that residents varied in terms of their communication; some were able to convey 
their needs to carers, whereas others had impaired speech or body language. It highlighted the 
differences between residents concerning ADL performance, but crucially demonstrated that they 
received regular human or technological assistance with at least one aspect of ADL disability. 
However, although the care records provided useful background to each resident’s ADL needs, they 
were an incomplete source of data for the research questions of this study. The issues concerned: 
three types of inconsistencies within and between care record data; vital missing information 
necessary for this research; and a lack of sufficiently detailed description of the task-specific 
difficulties to permit detailed analysis. These are discussed below. 
 
The first issue with using care records concerned three types of inconsistencies in relation to: data 
held on different pages within the care record; data between the care record and the researcher’s 
observations; and out-of-date information in the care record. First, many inconsistencies were 
observed with respect to the information held within the care record itself. For example, Case K’s 
care record indicated two different relocation dates. There were also inconsistencies as to whether 
carers did or did not use a slide-sheet to reposition Case F. The second type of inconsistency was 
between the information contained in the care record and what the researcher observed from her 
dealings with the gatekeeper or from having met the resident during the capacity-to-consent 
assessment. For example, Case C’s Bed-Rails Assessment stated that he did not need bed-rails 
because he never moved on his own, yet the researcher had previously observed bed-rails in his 
bedroom. The third type of inconsistency occurred when data were out-of-date; nearly all of the 
care records logged an incorrect keyworker because the relevant form had not been updated 
following staff turnover. These three types of inconsistencies hindered the meaningful 
understanding of the progression of the resident’s dementia, their disabilities, and any AT use since 
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arriving at the care home. Thus, it was important to build a picture of each person’s dementia care 
using in-depth case studies. 
 
A second issue with using care records was that, for the research topics in this study, vital 
information was missing. The necessary and recommended forms and documents listed in Table 7 
were not present in every care record. Most care records were missing the Life History Form, which 
was designed to provide essential data on the social networks or caring circumstances of the 
individual when he or she lived at home, or on the nature of the relocation decision. 
Understandably, the rest of the care record contents were focused on the person’s life since they 
moved to the care home and so did not detail the person’s difficulties performing ADLs and their AT 
use prior to institutionalisation. However, this limited the ability to explore the first four research 
questions of this study, which were concerned with community-based ADL disability and AT use. 
Therefore, analysis of care record data alone would not meet the study aim. 
 
The third issue was that even information that could contribute to research question 5 of this study, 
exploring ADL disability and ATs used in care homes, was rarely detailed enough to fully explore the 
issues under investigation. Descriptions of the person’s ability to perform ADLs and the ATs used 
were present, but there were no specific details on whether, for example, a person’s task errors 
were caused by their physical or cognitive impairment, their environment, or a combination of all 
three (Verbrugge and Jette, 1994). It was outlined in Chapter 3 that understanding the task-specific 
difficulties of ADL disability are important in order to design appropriate dementia care services and 
promote quality of life (Bharucha et al., 2009). The care record data also did not detail: whether the 
person with dementia chose to use an AT; if it was used by them alone; and the extent of prompting 
and physical assistance by formal carers. Furthermore, care records did not detail whether family 
members conducted ADLs with their relative and any associated joint AT use (Schulz et al., 2004). 
Thus, care records were an insufficiently detailed source of data for analysis in this research. 
However, the purpose was never to use the mapping exercise as the sole source of data, merely to 
begin to explore some of the issues and to enable selection of participants for further investigation 
in Stage Two of data collection. 
 
8.5: Selection of Stage One participants for Stage Two 
The original intended main output for Stage One of data collection was to gather baseline 
information about the ADL disability and associated AT use of care home residents with dementia, 
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and to use this information to target a variety of individuals for further investigation in full case 
study format. Examples of seven individuals that were of particular interest based on the data, and 
thus were intended to be purposively selected for Stage Two of data collection, follow. First, Case C 
was unique as the only male resident, and the only resident with a living spouse. Case C was also the 
only resident for whom detailed information on his life history and the institutionalisation decision 
was contained in the care record; this was attributed to his wife who had completed the Life History 
Form comprehensively. Furthermore, he was the only resident to use pull-up style of continence 
pads. As this style is not provided for free by healthcare services (Fader et al., 2008), it was of 
interest to understand from where these were obtained. Second, the data indicated that Case J’s life 
immediately prior to residing in Care home #3 seemed complicated; a stroke had led to a hospital 
stay, then she moved to a care home, then to a psychiatric hospital, and then she relocated to Care 
home #3. The only details on the reason she could not live in the community were ‘increased 
confusion and inability to manage at home’, which warranted further exploration. Third, Case K had 
been fostered as a child and had worked as a mother’s helper on a farm for more than 60 years. The 
care record showed her next of kin as her foster-sister and nephew, but the informal carer in the 
care record was listed as the son of the woman she worked for on the farm. She had never married. 
Further, Case K was perceived by her GP as having mild learning disabilities, although never formally 
diagnosed. It was anticipated that this would be an interesting case study to determine the extent to 
which her dementia and such perceived co-morbidities impacted upon ADL performance. Fourth and 
fifth, Case I and Case M were intended to be selected because they had progressed to the severe 
stage of dementia, were at the end of their lives, and were no longer to be sent to the hospital when 
ill according to their palliative care plans. Sixth, Case M was also the only resident indicated in the 
care record as aware of her memory loss. Seventh, Case G was of interest as she had moved to Care 
home #3 together with her husband. She was to be selected for further exploration on what had led 
to their joint relocation. Furthermore, Case G appeared to use the fewest ATs in the care home 
compared to the other residents in Stage One, according to her care record data. 
 
However, as indicated in the flowchart in Appendix 4, following the capacity-to-consent assessment 
process the total population of 56 eligible care home residents only resulted in 16 vignettes. Due to 
the high drop-out rate, and some anticipated drop-outs during Stage Two recruitment, it was 
decided that potential key informants of all of the Stage One participants would be eligible for Stage 




8.6: Chapter 8 summary 
The vignettes, created from mapped care record data, provided baseline information concerning the 
current ADL disability of 16 care home residents with dementia, and the human and technological 
assistance given to them to aid performance. Difficulty with all ADLs was evidenced, though relevant 
ATs were not used for all. Notably, grooming and dressing ATs were not used, according to the care 
record data. The observed patterns among the vignette data began to elicit more questions on 
whether: this lack of use of some ATs was linked to physical and attitudinal environment within the 
care homes and lack of knowledge among staff that these devices existed; inability to locate or 
obtain such devices; or simply that residents preferred human assistance during grooming and 
dressing. Overall, the findings contributed to initial exploration of research question 5, as they began 
to show how ATs may be used in care homes to contribute to the daily lives of people with 
dementia. 
 
However, the care records did not detail when these technologies were and were not used, the 
perceptions of people with dementia and their informal and formal carers about the use of ATs, nor 
completely explore how AT use changed over time. It was not known whether any resident had 
brought an AT with them from home to support their relocation. The care records did not indicate 
whether family members ever provided ADL assistance in care home locations, and the extent they 
were involved in decisions about AT use in such locations. Stage Two of data collection was designed 
to explore these knowledge gaps in greater detail. The details of Stage Two participants, the case 
studies resulting from the combination of care record and interview data, and analytical comparison 
of the case studies follow in Chapter 9.  
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Chapter 9: Stage Two case studies and the cross-case comparison 
In this chapter, the case studies and their comparative analysis created from Stage Two of data 
collection are presented. For Stage Two, interviews with key informants from Stage One residents 
were conducted. These interviews built on the Stage One vignettes by eliciting more detailed 
accounts of the person with dementia’s ADL disability, and the ATs they used in the community and 
care home. The interviews also investigated carers’ perceptions of the role ATs had in dementia 
care. The vignette and interview data together yielded a detailed case study of each person with 
dementia. To explore the research questions more fully, the care record data and interview 
transcripts were then subject to a cross-case comparison using thematic analysis. This enabled 
common and unique experiences to be identified. 
 
The chapter begins with a description of Stage Two participants. Codes were assigned to the key 
informants to prevent their identification. The relationships of informal carers to residents, such as 
‘daughter’ or ‘wife’, are given. The gender of keyworkers is also indicated. The structure of the case 
studies then follows. The case studies narrate the life of each resident with dementia, with a 
particular focus on their ADL difficulty and use of ATs over three time periods: while living in the 
community; at the time of institutionalisation; and in daily care home life. Case studies were 
structured using this time sequence and also by ADLs, to ease comparison within and between the 
case studies. To illustrate: within the case study, the person with dementia’s washing disability when 
they lived at home could be compared to their current washing disability in the care home. Between 
case studies, the identical structure enabled the community-based washing disability of Case A and 
Case B to be identified and compared. 
 
In the next section, some discussion is given to the benefits of the interview data for the exploration 
of AT use over the information contained in the care record. Not only did interview data identify ATs 
used in the community, but highlighted that many more ATs were used in care homes than 
previously documented. The remainder of the chapter focuses on the findings of the cross-case 
comparison. Five final themes and their sub-themes, each relating to a research question of this 
study, are presented and discussed in turn. 
 
9.1: Stage Two participants 
Informal carers and keyworkers of all residents whose care records were mapped in Stage One were 
invited to be key informant interview participants in Stage Two. The number of potential 
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participants and associated drop-out rates at each care home (during each step of the interview 
process) are detailed in Chapter 7 and in the Stage Two flowcharts in Appendix 4. If a family member 
declined to be interviewed, the keyworker was also not interviewed and the resident was not the 
focus of a complete case study. If a keyworker could not participate, a different staff member with 
detailed knowledge of the resident’s ADL ability was identified and interviewed. 
 
If residents had multiple main points of contact, an interview invitation was posted to each relevant 
individual. Some residents had multiple adult children but one was always listed as the main contact. 
In these situations, interview invitations were posted only to this person, who was asked to indicate 
if they felt it appropriate for other family members to be interviewed. However, when invitations 
were sent to these additional potential participants, all declined. 
 
In total, 10 case studies were created from Stage One care record data and interviews from 11 family 
members and 10 keyworkers. These were the residents coded in Stage One as Case A to Case J. 
Details of the interview participants are shown below in Table 9. As can be seen, codes were also 
given to the family members and keyworkers to aid confidentiality. The letter-code of a resident 
became the same letter-code for the family member and keyworker. For example, Case A’s daughter 
became ‘A1’ (the first family member interviewed for Case A), and her keyworker became ‘K1A’ 
(keyworker number 1, linked to Case A). Case B’s daughter became ‘B1’ (the first family member 
interviewed for Case B), and her keyworker became ‘K2B’ (keyworker number 2, linked to Case B). 
Table 9: Details of key informants in Stage Two 
Resident  Care home Family member  Keyworker Keyworker 
gender 
Case A Care home #1 A1, daughter K1A Female 
Case B Care home #2 B1, daughter K2B Female 
Case C Care home #2 C1, wife K3C Female 
Case D Care home #2 D1, daughter K4D Female 
Case E Care home #3 E1, daughter K5E Female 
Case F Care home #3 F1, son K6F Female 
Case G Care home #3 G1, son K7G Female 
Case H Care home #3 H1, daughter K8H Female 
Case I Care home #3 I1, niece-in-law K9I Female 
Case J Care home #3 J1 and J2, both daughters K10J Female 
 
As can be seen from Table 9, all keyworkers were female. No male staff members were keyworkers 
for the residents who became case studies in Stage Two. The majority of the family members were 
199 
 
female, and were typically adult daughters. Two sons were interviewed: F1 (an only child) and G1 
(who perceived his brother would not want to participate in an interview). A sister and brother were 
both invited for interview for Case H, as both shared caring duties for their mother. The brother 
attended the family carer consultation meeting at Care home #3 and was present during Case H’s 
capacity-to-consent assessment. He initially accepted an interview, but after cancelled due to illness. 
His sister speculated, ‘He would be uncomfortable talking about the things he does [regarding] the 
finances’ and perceived that talking about his mother was too stressful for him. Case I had no 
children, and her nephew advised that it was more appropriate to interview his wife, Case I’s niece-
in-law, as she had been more involved with Case I’s care when she resided in the community. Case J 
had three daughters who intended to be interviewed together, but on the interview date the third 
sister had to work. Therefore, only J1 and J2 had a joint interview. 
 
On average, the 10 interviews with informal carers lasted for one hour and 12 minutes. The shortest 
of these was with F1 at 30 minutes. The longest was with E1 at one hour and 58 minutes; this 
interview was conducted at her own home rather than in a private room at the care home. The 
average time of the keyworker interviews was shorter than those for family members, at almost 31 
minutes. The shortest of these was with K6F at close to 15 minutes. The longest was with K1A at one 
hour and 22 minutes. 
 
9.2: Structure of case studies created from Stage One and Stage Two data 
The case studies were created by integrating the care record and interview data. The Stage One 
vignettes acted as skeleton structures upon which the data from Stage Two key informant interviews 
were added, then refined to create an in-depth case study for each resident. All case studies 
included some aspects of the life history of each resident, their dementia, their ADL disability at 
home and in the care home, and the associated use of ATs. 
 
Building on the vignette structures created during Stage One, the full case studies were structured 
into five major sections: ‘Cognition’, ‘Family history’, ‘Community life’, ‘Relocation’ and ‘Care home 
life’. The latter three sections were ordered by chronology to indicate changes in ADL disability and 
AT use over time. Within the ‘Community life’ and ‘Care home life’ sections were first sub-sections 
relating to the person’s medical and sensory conditions (co-morbidities), orientation, and mobility. 
Then, the focus turned to each ADL in turn: washing, grooming, dressing, elimination (toileting), and 
eating. The ‘Community life’ section had an additional sub-section entitled ‘At home: informal and 
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formal carer assistance’ to present the informal and formal human care help to each person with 
dementia. The ‘Care home life’ section had additional sub-sections entitled ‘Family visits’ to indicate 
family members’ activities with the resident, and ‘Care home: end of life plan’ since these had been 
included in the vignettes. Each case study was structured identically to enable not only internal 
comparisons (for example, Case A’s performance of washing ADL while living at home compared to 
her ability to wash once residing in Care home #1), but between case studies (for example, Case A’s 
washing disability at home compared to Case B’s washing disability at home). The case studies were 
written in the past tense when referring to the person with dementia’s life when living in the 
community, and in the present tense to describe their current life in the care home. 
 
The quotes contained in the interview transcripts (transcripts are not included in Appendices), case 
studies (see Appendix 6), and cross-case comparison analyses presented below all have particular 
grammatical characteristics. The quotes have no punctuation marks to prevent the transcriber (the 
researcher) from assuming or assigning meaning to the interviewees’ discourse that may not have 
been intended. However, speech marks were included when the interviewee referred to what they 
or another person had said in the past. For example, G1 said in his interview: ‘I’d say “Are you gonna 
do lunch for dad” and she’d say “Oh I don’t think he’s told me what he wants” so she’d go back 
again’. Square brackets were used in four ways. First, they were used to make the meaning of the 
text clearer, that is, to ease the reader’s understanding of the interviewee’s intent. For example, H1 
said: ‘By the time they’re at the stage that mum’s at now [severe dementia] there’s really no point’. 
[Severe dementia] was included to give the reader awareness of the stage to which Case H was 
referring. Second, square brackets were used when a word was missed in a sentence. For example, 
C1 said: ‘It was just getting too stressful [thinking] are they going to turn up’. Third, the square 
brackets were used when an interviewee laughed or made a gesture, for example: ‘[mimes wiping]’. 
Fourth, square brackets were used when an interviewee named a person or place that needed to be 
kept confidential. For example, I1 said: ‘When I used to go and say “Hello [Case I]” she would always 
be in the lounge’. The code ‘Case I’ was inserted to prevent the use of the resident’s real name and 
break the confidentiality agreement. In the quotes used to illustrate analytical points, an ellipsis, ‘…’, 
between phrases indicated where words or sentences were omitted to shorten a phrase. The 
ellipses did not denote a silence, unfinished thought, or unfinished word. 
 
Due to the detailed information gathered during the interviews, the 10 case studies ranged from 
approximately 2,700 words to 8,400 words. The reader is referred to Appendix 6 for the full ten case 
studies. They are not presented in the main body of this thesis due not only to word count 
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restrictions, but because the aim is to present the thematic analysis resulting from the cross-case 
comparison. First, however, some general thoughts are presented below on the benefits of 
collecting interview data when investigating the phenomenon of AT use in community and care 
home contexts. 
 
9.3: Advantages of interview data 
After the key informant interviews were conducted and case studies created, a table of each 
resident’s pre and post institutionalisation AT use was made to comprehensively display all devices 
the person had used or was currently using. This information is presented below in the second and 
third columns of Table 10. The key informant information on community-based use of ATs was 
essential to explore the research questions fully, as care records did not detail technologies used by 
the resident when living at home. Moreover, it can be observed from Table 10 that the interview 
data added more devices to the list of ATs used in the care homes than had been sourced from care 
records, presented in Table 8 of Chapter 8. Care records were critiqued in Chapter 8 as being unable 
to provide a complete picture of all ATs used by, and with, a person with dementia for ADL 
performance (as Life History data were often absent). From interview data it was further learned 
that the care records did not contain complete information on even care home AT use. 
 
The fourth column of Table 10 replicates the data in Table 8 in Chapter 8 for a clearer display of the 
inconsistencies in the information on ATs used in the care home collected from the care records 
compared to data from key informant interviews. For example, care record data indicated that Case 
A used only a walking stick, wet-room, call-bell, raised and winged toilet seat, instructions on 
managing dirty laundry, and spectacles (fourth column of Table 10). However, the key informant 
data showed that Case A used many more ATs in the care home, including: a mechanical bath, 
written instructions on how to brush her teeth, orientation labels, a mini-fridge in her room, and 
kettle with boil-dry protection (third column of Table 10). Thus, there were six additional ATs used 
by Case A in the care home that were not listed in her care record. The different number of ATs used 
in the care home according to full case study data compared to the vignette information is indicated 
in the red text in Table 10. 
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Table 10: Assistive Technologies used by people with dementia at home and when resident in the 
care home according to case study data, and compared to what was indicated only in the care 
record 
Resident Assistive Technologies 
used at home 
Assistive Technologies used 
in the care home 
Assistive Technologies 
used in the care home as 
indicated in the care 
record (source: Table 8) 
Case A Temporary walking frame 
after hip and knee 
replacements, telecare 
alarm; pendant and pull 
cords, hand-rails 
throughout flat, ‘pretty’ 
walking stick, locked safe 
for medication storage, 
spectacles 
Same ‘pretty’ walking stick, 
wet-room for showering, 
instructions on how to 
shower, mechanical bath, 
call-bell by bed, raised and 
winged toilet seat, reminder 
instructions to brush teeth, 
instructions on what to do 
with dirty laundry, 
orientation labels, mini-fridge 
in room, kettle with boil-dry 
protection, spectacles 
Walking stick, wet-room for 
showering, call-bell by bed, 
raised and winged toilet 
seat, instructions on what 








Difference: 6 ATs 
Case B Calendar, wheeled walking 
frame with basket, 
telecare alarm; pendant 
and pull cords, step-
ladder, bath lift, jam jar 
opener, hearing aid, 
spectacles 
Walking frame, wheelchair 
with lap-belt, stand-aid hoist 
with sling, nursing bed, 
pressure-relieving mattress, 
inconsistency for bed-rails 
with full-length bumpers, 
call-bell by bed, slide-sheet, 
dry wipes for bed baths, 
continence pads, commode, 
wet wipes for hand-washing, 
two-handled plastic cup with 
sip-top, plate guard, rubber 
plate bottom, fluid thickener 
in drinks, hearing aid, 
spectacles 
Wheelchair with lap-belt, 
nursing bed, bed-rails with 
full-length bumpers, call-
bell by bed, continence 











Difference: 11 ATs 
Case C Walking frame, 
wheelchair, nursing bed, 
large shower installed with 
hand-rails, stool with 
hand-grips for the 
bathroom sink, raised 
toilet seat (white), 
continence pads, bed-
sheet protection 
Walking frame, wheelchair, 
water-chair, stand-aid hoist 
with handling belt, bath 
hoist, nursing bed, bed-rails 
with no bumpers, call-bell by 
bed, slide sheet, dry wipes 
for bed baths, continence 
pads, commode, wet wipes 
for hand-washing, fluid 
thickener in drinks, dentures 
Walking frame, wheelchair, 
stand-aid hoist with 
handling belt, bath hoist, 
nursing bed, bed-rails – 
inconsistency about 
bumpers, call-bell by bed, 
slide sheet, continence 
pads, fluid thickener in 
drinks 
 
Difference: 4 ATs 
Case D Previous care activity for 
Case D’s husband meant 
Walking frame, water-chair 
with lap belt, stretcher, 
Water-chair with lap belt, 
stretcher, stand-aid hoist 
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Resident Assistive Technologies 
used at home 
Assistive Technologies used 
in the care home 
Assistive Technologies 
used in the care home as 
indicated in the care 
record (source: Table 8) 
that hand-rails, a 
downstairs bedroom and 
downstairs wet-room 
were already installed, 
walking frame, wheeled 
food trolley, telecare 
alarm; pendant 
stand-aid hoist with small 
sling, nursing bed, pressure-
relieving mattress, bed-rails 
with bumpers, call-bell by 
bed, slide-sheet, dry wipes 
for bed baths, mechanical 
bath, continence pads, wet 
wipes for hand-washing, 
nutritional supplement, fluid 
thickener in drinks, plate rim, 
adapted spoon, plastic cup 
with sip-top, spectacles, 
hearing aids 
with small sling, nursing 
bed, pressure-relieving 
mattress, bed-rails with 
bumpers, call-bell by bed, 
slide-sheet, continence 
pads, nutritional 
supplement, fluid thickener 






Difference: 7 ATs 
Case E Desk calendar, walking 
stick, telecare alarm; pull 
cords, hand-rail at the 
bath, non-slip bath bottom  
Walking stick, bath hoist, 
nursing bed, pressure-
relieving mattress, call-bell 
by bed, continence pads, wet 
wipes for hand-washing,  
hand-rails around toilet, 
shoes with Velcro fastenings, 
inconsistency about dentures 
Walking stick, bath hoist, 
nursing bed, pressure-
relieving mattress, call-bell 





Difference: 3 ATs 
Case F Flat already had hand-rails 
and raised toilet seat, 
calliper, walking frame, 
wheelchair when outside, 
electric scooter, bathroom 
changed into a wet-room 
Three-wheeled walker, 
wheelchair, stand-aid hoist 
with large sling, recliner 
chair, nursing bed, bed-rails, 
pressure-relieving mattress, 
call-bell by bed, slide-sheet, 
sensor mat next to bed at 
night, hip-protectors, 
continence pads, wet wipes 
for hand-washing, raised 
toilet seat, travel-version of 
raised toilet seat, 
inconsistency about dentures 
Three-wheeled walker, 
wheelchair, stand-aid hoist 
with large sling, nursing 
bed, inconsistency about 
bed-rails, pressure-relieving 
mattress, call-bell by bed, 
slide-sheet, sensor mat 
next to bed at night, hip-
protectors, continence 




Difference: 4 ATs 
Case G Hand-rails, armchair 
elevators and commode 
installed for Case G’s 
husband 
Wheelchair for day trips out, 
nursing bed, call-bell by bed, 
sensor mat next to bed at 
night, shower seat, 
continence pads, long-
handled shoehorn 
Nursing bed, call-bell by 
bed, sensor mat next to 




Difference: 3 ATs 
Case H The house already had 
hand-rails and a 
Walking frame, wheelchair, 
stand-aid hoist with sling, 
Walking frame, wheelchair, 
stand-aid hoist with sling, 
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Resident Assistive Technologies 
used at home 
Assistive Technologies used 
in the care home 
Assistive Technologies 
used in the care home as 
indicated in the care 
record (source: Table 8) 
downstairs bathroom due 
to H1’s injury when 
younger, the house also 
already had a bath-lift for 
Case H’s husband 
nursing bed, call-bell by bed, 
sensor mat next to bed at 
night, dry wipes for bed 
baths, continence pads, wet 
wipes for hand-washing, 
commode, mechanical bath, 
calcium supplement, fluid 
thickener in drinks, plate rim, 
spectacles 
nursing bed, call-bell by 
bed, sensor mat next to 
bed at night, continence 
pads, commode, calcium 
supplement, fluid thickener 




Difference: 4 ATs 
Case I Began to live on ground 
floor of house to care for 
husband, grab-rails 
throughout house for Case 
I’s husband, telecare 
alarm; pendant, bath lift, 
commode 
Wheelchair, stand-aid hoist 
with sling, nursing bed, 
pressure-relieving mattress, 
bed-rails with bumpers, call-
bell by bed, slide-sheet, dry 
wipes for bed baths, blow-up 
bootees to protect heels, 
continence pads, wet wipes 
for hand-washing, disposable 
pad for under bed-sheets, 
one-time catheter, 
nutritional supplement, fluid 
thickener in drinks, plastic 
cup with sip-top 
Stand-aid hoist with sling, 
nursing bed, bed-rails with 
bumpers, call-bell by bed, 
slide-sheet, continence 
pads, one-time catheter, 
nutritional supplement, 








Difference: 7 ATs 
Case J ‘Pretty’ walking stick, bath 
lift, non-slip bath bottom, 
jar opener 
Walking stick, walking frame, 
wheelchair for day trips out, 
nursing bed, call-bell by bed, 
sensor mat next to bed at 
night, hip protectors, dry 
wipes for bed baths, 
continence pads, wet wipes 
for hand-washing, commode, 
nutritional supplement, fluid 
thickener, spectacles, 
magnifying glass with light 
Walking stick, walking 
frame, nursing bed, call-bell 
by bed, sensor mat next to 
bed at night, hip 
protectors, continence 






Difference: 6 ATs 
 
Table 10 shows that more ATs were used in the care home compared to community settings. The 
technologies in the care homes were also more sophisticated than community-based ATs, such as 
the stand-aid hoists, pressure-relieving mattresses with air compressors, mechanical baths, and 
water-chairs. A greater number of ATs used by the person once they had moved to a care home 
could be explained using the disablement process model (Nagi, 1965, Nagi, 1991); as the person’s 
205 
 
dementia and co-morbidities progress over time, he or she displays more ADL disabilities, and thus 
there are more opportunities for AT use to alleviate these difficulties (Verbrugge and Jette, 1994). 
Yet, in Chapter 8, it was perceived from the Stage One vignette data that the care home 
environment might have favoured human over technological assistance unless safety was an issue. A 
detailed analysis of the data was required to fully understand AT use for ADLs in both locations. 
 
9.4: Cross-case comparative analysis 
A cross-case comparison using thematic analysis was conducted on the care record and interview 
data. This comparison enabled the identification of both common and unique experiences from the 
case studies. It also enabled carers’ perceptions of ATs used by and with people with dementia to 
emerge more explicitly, since the case-studies were written to focus on the daily life activities of the 
person with dementia. 
 
The thematic analysis process was described and justified in Chapter 7. In the first level of analysis, 
semantic and latent codes were applied to the data and grouped into 19 initial themes. For example, 
any interview discourse or care record data on institutionalisation decisions were grouped into an 
initial theme entitled ‘Relocation or the decision about it’. Within this initial theme was information 
on how the decision was made, who made it, why it was made (example quote: ‘They said your 
mum’s definitely not well she’s not herself I think you need to look at her going into a home’), and the 
experience of relocation and the coping strategies used (example quote: ‘We took stuff from her flat 
so it looked as much like her home as possible’). The 19 initial themes and supporting quotes are 
listed in Appendix 7. 
 
These initial themes were then subject to a second level of analysis. That is, they were split or 
merged as appropriate, and in accordance with this study’s five research questions. This produced 
five potential themes with multiple sub-themes. The titles of these themes were related to this 
study’s research questions: ‘Cognitive and physical functioning’; ‘Assistive Technologies used at 
home’; ‘Perceptions of ATs and relationships with formal services’; ‘The relocation decision’; and 
‘Care home life’. The five potential themes, sub-themes, and supporting quotes are presented in 
Appendix 7. 
 
Then, the sub-themes within each of the five categories were further refined in a third level of 
analysis. This was to eliminate irrelevant data that did not further the exploration of the topics of 
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direct relevance to this research. The titles of the final themes, and corresponding sub-themes if 
present, are listed in Table 11 below. Again, each of the themes relates to one of this study’s five 
research questions. Each theme and sub-theme is discussed in the following sections. 
Table 11: Final themes resulting from third level of thematic analysis 
Theme Sub-themes 
Theme 1: Cognitive and physical 
functioning at home  
ADL performance at home 
Assistance from informal carers 
Lack of insight impeded the acceptance of ADL assistance 
Theme 2: Assistive Technologies 
used at home for ADLs 
 
Theme 3: Managing AT use at 
home 
People with dementia’s negative perceptions prevented AT use 
Difficulties maintaining appropriate AT use 
Obtaining ATs 
Negotiating AT use with formal care services 
Theme 4: The relocation 
decision 
The tipping points for institutionalisation 
Healthcare professionals as catalysts for institutionalisation 
Theme 5: Care home life ADL performance and associated AT use in care homes 
Keyworkers perceived that other ATs would not be useful 
Family visits to the care home and ADL assistance 
 
To note: in the description of the themes and sub-themes below, the individuals with dementia who 
participated are referred to using their code, e.g. ‘Case A’, or collectively as ‘residents’ or ‘people 
with dementia’, rather than ‘participants’. This enables the reader to distinguish between the people 
with dementia at the centre of the case study, and the key informants who were interview 
participants in Stage Two. All quotes are prefixed by the code of the speaker; ‘I’ means Interviewer 
(the researcher). Finally, it is reiterated that the themes below detail the life of each person with 
dementia, yet all data were sourced from the retrospective accounts and perspectives of key 
informants and from care records which were completed by formal carers. 
 
9.5: Theme 1: Cognitive and physical functioning at home 
The first theme, entitled ‘Cognitive and physical functioning at home’, relates to research question 1: 
what cognitive and physical difficulties did people with dementia have performing ADLs when they 
resided in the community? The theme has three sub-themes. In the first sub-theme, cognitive and 
physical functional limitations resulting from dementia and co-morbidities which were thought to 
impact on general and specific ADL performance are presented. Some indication of the housing 
environments of those with dementia is also given. In the second sub-theme, the human assistance 
given by family members to their relative with dementia is discussed. In the third sub-theme, the 
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discussion returns to a common difficulty resulting from cognitive impairments associated with 
dementia: lack of insight into their own disabilities, which impeded the extent to which people with 
dementia were amenable to ADL assistance. The findings help to fill the gap in knowledge observed 
in Chapter 3 concerning the specifics of how ADL difficulties are experienced by people with 
dementia. 
 
9.5.1: Performance of ADLs at home 
In this sub-theme, first some details of cognitive difficulties that were perceived to impact upon ADL 
performance are discussed. Examples are given to illustrate the influence of memory impairments, 
visuo-perceptual mistakes, and disorientation to time and possessions on ADLs. Then, what was 
reported about the physical difficulties perceived to result from the dementia is considered. The 
physical issues associated with reported co-morbidities are also included in this discussion. Then, the 
housing environments within which those with dementia lived in the community are briefly given. 
Finally, the ADL disabilities people with dementia had while living at home are presented. First, 
difficulties with washing and bathing are discussed, then grooming and dressing activities, then 
toileting and continence, and finally feeding and eating. 
 
Cognitive difficulties 
Informal carers reported a wide variety of cognitive impairments displayed by their relatives with 
dementia when they lived at home. These included: impaired short-term memory; hallucinations 
and delusions; disorientation; mood changes; language problems; inability to concentrate; poor 
sequencing of actions; and difficulty making decisions. These factors were all perceived to impact on 
the performance of ADLs. Examples from the interviews relating to memory, hallucinations and 
delusions, and disorientation now follow. Memory impairments were perceived by family members 
to impact on the person with dementia’s ability to remember to perform whole activities, tasks, or 
actions:  
 
G1: She was obviously forgetting things we got worried about [her] personal hygiene 
 
Thus, the need to perform crucial ADLs was often forgotten. Visuo-perceptual mistakes caused 
hallucinations, and reduced awareness of surroundings often manifested as delusions. These blurred 
reality for people with dementia. For example, some had been known to soil themselves because 
they thought there was already someone in the bathroom, having merely seen their reflection in a 
mirror. Therefore, toileting and continence were affected. Disorientation was frequently-reported to 
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impact ADL performance. For example, disorientation to time meant people with dementia would 
think that it was time for bed in the middle of the afternoon: 
 
E1: She’d say “I’ll go to bed now” and you’d say “No it’s three o-clock in the afternoon” “It’s 
three o-clock in the morning I should be asleep” 
 
Disorientation concerning place or location of possessions was also common. For instance, Case A 
would not get dressed because she did not believe her clothes were hers. While disorientation 
affected daily life, for some activities this was not a critical issue. However, if disorientation meant 
that an individual missed meals or hygiene activities, ADL assistance would be needed to prevent a 
crisis relating to safety and well-being. 
 
Once these cognitive symptoms and resulting behaviours were displayed, people with dementia 
were no longer seen by others as able to manage their own ADLs without assistance. However, it 
was difficult to determine from the narrative accounts whether, or how, particular cognitive 
symptoms influenced specific actions, tasks, or activities. Rather, cognitive impairments were seen 
to combine to affect ADL performance. 
 
Physical difficulties 
While not every person with dementia had difficulty performing all of the ADLs while at home, they 
all experienced mobility difficulties. Immobility is considered a functional limitation in the 
disablement process model (Nagi, 1965, Nagi, 1991, Verbrugge and Jette, 1994), and thus leads to 
ADL disability. Informal carers perceived that mobility was affected because of physical impairments 
of joint weakness, muscle weakness, and reduced balance. Often, informal carers attributed these 
physical impairments and functional limitation to dementia: 
 
C1: The main thing was that he lost the use of his legs… he had tests to see if it was 
circulation to see if it was loss of muscle no it was simply the brain didn’t tell his legs to move 
 
Case B also fell frequently despite no discernible physical issues, that is, no diagnosed co-
morbidities. Indeed, falls were common among people with dementia. They all experienced a fall 
with some kind of acute injury: broken bones, joint dislocations, and lacerations. After falls, they 
were then usually seen by families and health professionals as requiring care. Although these 
individuals did not, while living at home, have ‘the dementia shuffle’ (as H1 called the unsteady gait 
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she observed was common among people with severe dementia) they were perceived as becoming 
frailer. Reduced mobility caused difficulties moving around the house and thus impacted on ADL 
performance; for example, navigating steps and stairs to the toilet, and getting into the bath. 
However, the clinical explanation for why dementia affects motor skills and other physical 
functioning actions is not the focus of this thesis. 
 
Co-morbidities were also reported by family carers as affecting physical functioning. Nearly all of the 
people with dementia were diagnosed with at least one health condition relating to their heart or 
vascular system. The most common were strokes or TIAs (transient ischaemic attacks - also known as 
mini-strokes). Many also had hypertension, Deep Vein Thrombosis (DVT) and hypercholesterolemia. 
Some had a history of lung conditions such as pneumonia and recurring chest infections, leading to 
breathlessness on exertion. Musculoskeletal conditions were also commonly reported, particularly 
osteoporosis, osteoarthritis, rheumatoid arthritis, and gout. Skin conditions, such as cellulitis and 
oedema, were experienced by some. As the disablement process model indicates (Nagi, 1965, Nagi, 
1991, Verbrugge and Jette, 1994), these co-morbidities lead to physical impairments of pain, 
breathlessness, stiffness, and weakness. These impairments then lead to functional limitations such 
as immobility, which in turn contributed to ADL disability. For example, arthritis (pathology) caused 
pain in Case A’s shoulder (impairment), reduced her ability to move it (functional limitation), and 
meant that she needed assistance to put on her bra (dressing disability). 
 
Co-morbidities were reported to not only affect a person’s mobility. For example, following a stroke 
Case A was no longer able to feel and therefore perceive the left side of her body: 
 
A1: She would always whack her left shoulder on the door because she just wasn’t aware it 
was there… all the shirts she was ironing it dawned on me that they were perfect on the right 
hand side but the left hand side she hadn’t seen them so she didn’t iron that side at all 
 
After this impairment was identified, her family increased the help she received. From then on, food 
in Case A’s refrigerator was placed on the right hand side, or she would not see or eat it. 
 
The pain they experienced due to co-morbidities was particularly dangerous for people with 
dementia, since their cognitive impairment meant they could no longer store short-term memories. 
For example, Case A could not remember when or if she had already taken painkillers, so twice 
accidentally overdosed on pain medication. Her daughter, A1, then felt obliged to lock her pills away, 
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upsetting Case A. This harmed their relationship, but it was felt necessary by A1 to manage Case A’s 
safety. Indeed, both examples above concerning Case A indicate that physical safety, such as 
preventing injury or malnutrition, was a particular concern for informal carers and was the main 
initiator of their assistance. 
 
The most commonly reported psychological co-morbidity was depression. Linked behaviours 
included: crying, anger, and apathy. One person with dementia took medication for anxiety. 
Psychological illnesses such as these may impact on ADL performance, for example by reducing 
appetite and therefore affecting eating ADL, or the motivation to wash oneself. 
 
Housing environment 
Given that ADL disability occurs in unsupportive environments (Nagi, 1965, Nagi, 1991, Verbrugge 
and Jette, 1994), informal carers were asked about their relative with dementia’s homes. They were 
not asked to describe each room, but rather to indicate how supportive the environment was in 
meeting their relative’s cognitive and physical functional limitations. Overall, there was an almost 
even split between those people with dementia who stayed in their own multi-storey family houses 
until institutionalisation, and people with dementia who moved to a more suitable community-
based environment better able to manage their cognitive and physical needs. Those who moved 
tended to relocate to flats of semi-sheltered status with a human warden or telecare alarms. Some 
of these flats had hand-rails and other environmental modifications as standard. Although ground-
floor flats were perceived to be more effective at addressing mobility difficulties, some people with 
dementia preferred first-floor flats as they felt safer. Case C was an exception, as he and his wife 
moved into a bungalow post dementia diagnosis. However, this new environment could not support 
his needs for long: C1 had to install environmental modifications as Case C’s immobility progressed. 
These included a ramp from the house to the back garden and bathroom modifications.  
 
The other half of those with dementia stayed in their family homes. Their housing environments 
were also often adapted. For example, a downstairs shower room was added to Case D’s house; 
without this D1 perceived that Case D would have had to relocate to a care home sooner than she 
did. Those who did not adapt their homes struggled to manage. For instance, Case G and her 
husband continued to live in their un-adapted family house, even though his immobility meant he 
had to crawl up the stairs to the bathroom. Informal carers’ reports of impaired performance of the 
ADLs under investigation will now be discussed, beginning with washing and bathing. The reported 




Washing and bathing 
Both cognitive and physical impairments impaired the performance of washing and bathing among 
people with dementia. Memory impairments were especially salient. As indicated earlier, over time 
people with dementia would completely forget to take care of their washing and bathing needs. 
They also forgot how to use bathroom fixtures appropriately. For example, Case A frequently forgot 
she had left taps running and flooded her bathroom. Others could no longer remember how to turn 
on the shower. Sequencing difficulties meant that people would dementia could not understand the 
appropriate order of the individual tasks that made up the ADL. For example, as Case C’s dementia 
progressed he could no longer remember how to use soap and shampoo. Physically, the people with 
dementia had impairments typically because they could not get in and out of the bath without 
difficulty. Case D refused to bathe on her own because she was afraid that she would fall or get 
stuck. Informal carers felt that showers were easier, physically, for their relative as long as they 
could remember how to operate them. Thus, cognitive and physical functional limitations combined 
to influence ADL performance. Of course, the environment had an impact: it is possible that simple 
shower fittings and low bath sides could have prevented some washing and bathing disability. 
 
Grooming and dressing 
Grooming activity was rarely notably impaired while the people with dementia still lived at home. 
For instance, most people with dementia could brush their teeth and remember the steps to 
complete this activity. Only Case H required verbal prompting for this activity while living in the 
community. Case C eventually required shaving by formal carers. This was due to poor physical 
functioning of the wrists and hands, and his inability to remember the sequence of required actions. 
 
Difficulty dressing was often displayed, and perceived to be impaired due to both cognitive and 
physical functions. Cognition affected dressing in six distinct ways. First, disorientation to the correct 
weather and season of the year meant that some had difficulty understanding the appropriate 
clothes to wear. For example, Case A wore cropped trousers and a sleeveless top in winter because 
she had been reading an old summer edition of a magazine that recommended it. Second, many 
people with dementia could not make decisions with respect to selecting clothing for the day given 
diminished decision-making capacity; informal carers would then put out clothes for their relative to 




I1: She couldn’t work out how to get her body parts into the right bits of the clothes… she 
couldn’t put a blouse on she would get in a muddle doing quite simple things like that  
 
This difficulty was perceived to be a combination of memory impairment, poor sequencing, and 
impaired logic when faced with items of clothing. Fourth, disorientation to possessions meant that 
some people did not recognise that the clothes were theirs, and so refused to wear them. This 
happened to Case A at home, because she believed her flat was not hers and thus neither were the 
contents. Fifth, eventually some people with dementia had difficulties in remembering or perceiving 
that they needed to dress at all, and so required reminding to do this. Sixth, it was reported that 
people with dementia had difficulty realising that clothes were dirty and required washing: 
 
E1: Sometimes I’d say “Oh you need to put a clean skirt on tomorrow” so I’d put a clean one 
out and think she’d put that on tomorrow and then you’d go back and find she’d just folded it 
up and put it back in the wardrobe and put the same one back on 
 
This was mainly due to the person’s inability to remember they had recently worn the item. 
However, the latter three problems presented here were more commonly displayed by people in the 
moderate to severe stage of dementia and thus only experienced once in the care home. 
 
Toileting and continence 
Only Case C, the one male with dementia in this study, was incontinent while living at home. 
Generally, incontinence was rare for the people with dementia when they lived in the community. 
There were some occasional ‘accidents’; causes were attributed by families either to drowsiness 
from medication or some aspect of cognitive impairment. Case I’s toileting difficulties were 
perceived by her niece-in-law to be largely related to sequencing actions and understanding how to 
wipe herself, rather than incontinence from a lack of control over her sphincter muscles: 
 
I1: Going into the bathroom one morning there was faeces absolutely everywhere so 
certainly in terms of continence she hadn’t lost control of her bladder or bowels at that time 
but it was more managing her care when she went into the bathroom wiping herself and 





Yet, Case F’s occasional incontinence was because she could not mobilise to the toilet in time, and 
not because she had not perceived her need evacuate her bladder. Thus, physical functional 
limitations were also the cause of toileting disability. Incontinence as a result of not understanding 
the need to eliminate was not displayed by people with dementia until their dementia progressed, 
and they were residing in their care home. 
 
Feeding and eating 
Difficulties with feeding and eating when at home largely concerned impaired performance of the 
IADL of preparing food. This was linked to people with dementia’s inability to remember how to put 
a meal together, and how to sequence the appropriate actions. Case E never touched any food in 
her freezer. E1 believed this was because Case E either forgot that the freezer existed, or how to 
heat up the food contained within. Generally forgetting about eating was also displayed by Case I, 
who received meals-on-wheels but still forgot that the food was ready for her in the kitchen. 
 
The consequences of memory loss on feeding and eating ADL were severe. For example, Case A 
began to suffer frequent UTIs because she did not remember to drink enough fluid. Case E 
unwittingly abused alcohol, as she forgot that she had already had her nightly tot of whisky. Case G, 
who was living with her husband who also had dementia, forgot to give him food and he was 
subsequently diagnosed with malnutrition: 
 
G1: She’d say “Do you want egg and chips?” and [husband would] say “Yes ok” and then 
she’d come out and I’d be in the kitchen doing something and I’d say “Are you gonna do 
lunch for dad?” and she’d say “Oh I don’t think he’s told me what he wants” so she’d go back 
again and this would go on so I’m thinking when I’m not there she’s probably not getting him 
anything 
 
Disorientation to time of day also impeded people with dementia’s ability to understand mealtimes. 
Some also claimed to never feel hungry; this may have been because their brain was no longer able 
to pick up satiety signals from the stomach. More noticeable to informal carers was that their 
relatives’ tastes changed as their dementia progressed. For example, Case E would say in the 
supermarket that she wanted peach yoghurt having remembered that she always ate it, but upon 
tasting it at home would refuse to eat more. Many family members reported an increased 
preference for sweeter foods; this meant main meals were sometimes refused. However, people 
with dementia could physically perform feeding actions, and could co-ordinate cutlery once food 
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was in front of them while they lived at home. They received some gentle verbal prompting to eat 
from family members, but no physical feeding assistance was given. This was the only one of the 
ADLs whereby cognitive impairments were more salient than physical impairments. 
 
9.5.2: Assistance from informal carers 
This sub-theme relates to the assistance that informal carers gave to their relatives with daily 
activities. However, informal carers’ assistance to relatives with dementia was largely related to 
IADLs rather than ADLs. Formal care services were contacted once a need for help with ADLs was 
perceived. The IADLs that families assisted with were often related to finance management, 
shopping, and housework. Examples for the latter two follow. Some family members took over 
shopping IADL for their relative completely, and shopped for them online or alone. Others would 
accompany their relative to the supermarket and assist them with decisions. Some informal carers 
reported checking their relative’s cupboards to see if their shopping list was appropriate: 
 
I: Did you have to check round the house and make sure the list was accurate first? 
 
B1: I didn’t really get round to doing that I probably shoulda done towards the end because 
you’d find she’d got a three week supply of tomatoes and cereal 
 
Informal carers also helped with housework. This was not only because of their relative’s increasing 
physical frailty, but also because cognitive impairment reduced the persons’ ability to perceive 
housework needed doing: 
 
E1: If you said “Let’s hoover the floor” she’d say “It doesn’t need hoovering I don’t make a 
mess” 
 
Thus, the dementia often impeded the person’s ability to feel that a task needed to be done. They 
also displayed no acknowledgement that they had disability with IADLs and ADLs and that they 
required some type of assistance with them. This is discussed in more detail below. 
 
9.5.3: Lack of insight impeded the acceptance of ADL assistance 
Only E1 and her sister directly performed physical ADL assistance to a relative with dementia in the 
community. They helped Case E to bathe, and creamed her skin once a fortnight. Informal carers 
may have reported providing less ADL assistance than expected because their relatives with 
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dementia often displayed a complete lack of insight into their own disability. That is, owing to their 
inability to create new memories, people with dementia would think that they could perform 
activities as they always had done throughout their life. They would be unable to perceive or 
remember that they had difficulties in ADL performance. Typically, they would deny they had 
anything wrong with them and disagree that they required human or technological assistance, 
although Case I may have been aware that something was not quite right:  
 
I1: We sorted a lot of the chaos out [in Case I’s house] and there were thousands of notes she 
was writing absolutely everything down hundreds and hundreds and hundreds of bits of 
paper with every possible thing 
 
Lack of insight, coupled with diminished social skills and inhibitions, meant that people with 
dementia became vocally aggressive if they did not want the help given to them. To manage their 
relative’s resistance, many informal carers realised that they had to carefully choose their language 
to persuade them to accept help and to reassure them:  
 
J1: “But I’m independent I’m self-sufficient” so you had to word it properly 
 
J2: Once she’d decided she didn’t want [bath lift] and didn’t want to use it you were not 
going to convince her to use it so the solution was to say “Well fine don’t use the bath so 
much use the shower so we’ll sort out the shower footing [to make the shower floor non-slip] 
for you instead”  
 
Continuing to try to persuade Case J to use her bath lift only led to arguments with her daughters. 
Thus, Case J no longer used her bath lift. This illustrates that not only did lack of insight impede a 
person with dementia’s ability to accept human assistance, but also technological assistance. Theme 
2 below explores the extent to which ATs were used for ADLs. 
 
9.6: Theme 2: Assistive Technologies used at home for ADLs 
The second theme, entitled ‘Assistive Technologies used at home for ADLs’, relates to research 
question 2: what types of ATs did people with dementia and their informal and formal carers use to 
assist their performance of ADLs while living at home? Although this research focuses on devices for 
ADLs, these were very rarely used at home. Informal carer interviewees therefore discussed any 
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technologies their family member employed to assist in daily life. First, ATs used for disorientation 
and mobility are presented, as nearly all AT use was related to immobility and physical frailty. This is 
followed by the ATs used for the ADLs under investigation. Overall, most ATs for ADL performance 
were designed to support physical rather than cognitive functional limitations. No dementia-specific 
ATs were used for ADLs. The findings help to address the gap in knowledge observed in Chapter 4 
concerning the actual ATs used by people with dementia for the ADL difficulties. 
 
Disorientation 
No dementia-specific orientation technologies were used at home, such as: room or item signs, 
talking clocks, or memo minders. Some people with dementia used calendars to help plan their time 
and to orient them to the date. For example, Case E would telephone her daughter every morning to 
ask her the day and time. E1 would then encourage her to look at her calendar and plan for the day: 
 
 E1: She’d go “My calendar says… nine-thirty [time of the morning] bus ride for [day centre]” 
 
G1, however, was not confident that Case G looked unprompted at the calendar notes he made: 
 
G1: She’d always had a calendar so it was something that she was familiar with… I set up a 
notepad for her to write [a] shopping list and key things that are going to happen and the 
carer’s name and things but I’m not sure she really looked at that  
 
However, calendars were not used by informal carers to remind the person with dementia to 
perform ADLs. Merely, they were used for general daily life and planning social events. 
 
Mobility 
Assistive Technologies for immobility were widely used. Nearly all people with dementia had some 
technological assistance with walking as a result of pain, frailty, or poor balance. Some of these ATs 
were active devices that required the user to operate them, such as a walking stick. Sticks and 
wheeled walking frames were usually necessary, although Case E was unique as she used a stick only 
to give her confidence when walking. As had been observed from care record data in Chapter 8, 
people with dementia used more sophisticated ATs over time and as their functional limitations 
increased. The best example to illustrate this is Case F. She started using a calliper on one leg to aid 
her muscle stiffness. Over time, she had a walking frame, which she understood how to use because 
her husband had used one before he died. As she became frailer, it became necessary for her to 
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have a wheelchair when outdoors. However, her housing environment meant that she did not use 
the wheelchair indoors, as she could hold on to grab-rails and furniture to mobilise. Case D’s family 
encouraged her to push a wheeled hostess trolley when indoors so that she did not have to carry a 
cup of tea in her hand when walking. However, she did not usually use this: 
 
D1: I think she just forgot really she just sort of would get up with her teacup in her hand and 
she would walk she’d just forget that she was meant to put it on there and then push it  
 
Case D forgot the trolley was there for her use, owing to memory impairment. Indeed, others could 
not remember how to use ATs. Case I, who was very frail, had a stair-lift in her house which had 
been previously installed for her late husband. However, she could not use it because of her 
cognitive impairment:  
 
I1: Partly because she didn’t remember that she could use it herself her perception was that 
it was there for [husband] and however many times you would tell her she couldn’t learn to 
use it 
 
Case C had a nursing bed on loan from the local authority adult social care services. This enabled him 
to sit up in bed, to ease dressing and bed bathing. This was the technology that C1 felt was the most 
helpful to Case C. However, this large item necessitated Case C use the parlour as his bedroom, thus 
separating him from his wife. C1 did not report whether Case C could operate the rising mechanism 
or whether others activated it for him. Overall, many active devices for mobility were unusable 
owing to the person’s cognitive impairment: they could not remember how to use them. Some had 
devices that were passive and modified the environment, such as hand-rails. These were reported as 
useful by the informal carers. 
 
Washing and bathing 
Community-based devices related to washing and bathing all supported physical functional 
limitations rather than affecting people with dementia’s cognitive ability in relation to understanding 
how to wash. Dementia-specific washing and bathing technology such as temperature alarms, flood 
monitors, and tap modifiers were not used at home; informal carers were not aware that these 
existed and they had not been offered by formal care service staff. The only reported devices 
requiring active use were the bath lifts regularly used by Case B and Case H. However, Case J could 
not use her bath lift as she was unconfident about its fit in her bath. Thus, her environment (the 
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bath) impeded the potential use of an AT and continued to contribute to disability. Case J was also 
reluctant to bathe as she preferred showering. Her daughters then bought a non-slip mat for the 
bottom of the bath to prevent slips and falls. This AT manipulated the same environment (the bath) 
to reduce disability and prevent a potential acute incident. Indeed, passive environmental 
modifications or devices were more commonly reported than active ATs. The houses of Case A, Case 
E and Case F had grab-rails already installed near baths and sinks as standard. C1, who as Case C’s 
wife was the only informal carer who lived with their relative with dementia, remodelled their 
bathroom to aid her husband’s immobility. Her environmental modification included a wide shower 
with seat and handgrips, and a stool for him to sit at when at the washbasin. 
 
Grooming and dressing 
Although some dressing disability was experienced, as discussed in sub-section 9.5.1 above, ATs for 
grooming or dressing ADLs were not used at home. Informal carers did not indicate that their 
relatives had manipulated their environment to manage this; that is, they had not changed the types 
of clothes they were wearing to have easier fastenings. They did not use grooming and dressing ATs 
such as elasticated shoelaces or long-handled hair brushes. Rather, grooming and dressing needs 
continued to be managed by the person with dementia themselves, or with assistance from carers. 
 
Toileting and continence 
Similar to the washing and bathing ADL, ATs and environmental modifications used for toileting and 
continence largely supported immobility, and particularly the person’s ability to get on and off the 
toilet. Handgrips or toilet frames were used by Case A, Case C, Case F, and Case H. Case H’s home 
already had a downstairs bathroom with hand-rails because of H1’s childhood accident. Case C and 
Case F also used raised toilet seats. These were white and therefore not dementia-specific in design, 
given that coloured contrasts may have aided their identification against surroundings. Nevertheless, 
F1 felt that the raised toilet seat was helpful, for a time:  
 
F1: We [F1 and wife] could get her onto the toilet no problem particularly with the raised 
seat which was very minor it’s an amazing thing so that worked well for a while  
 
Case I had a downstairs commode to prevent her from navigating the stairs. However, she did not 
use it as she forgot it was there. Thus, although ATs to manage physical functional limitations were 
present, the additional cognitive difficulties often impeded device use. Concerning incontinence, 
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Case C was the only person with dementia to be regularly incontinent while living at home, and the 
only one to use continence pads. His wife privately purchased him pull-up style continence pads. 
 
Eating and feeding 
At home, no technologies for feeding such as plate rims, thick or angled cutlery, or adapted mugs 
were needed or used. However, some devices were purchased by informal carers to assist the IADL 
of preparing food. E1 bought Case E a potato peeler with a thicker handle: 
  
 E1: But I don’t know how much she used it because she tended to like to use the things that 
she’d always had  
 
Case J also had a gadget to make opening jars easier. However, she also would rarely use it because 
she could not remember its function. Similarly, Case G was bought a microwave by G1. She again 
could not remember how to operate it, even though he had taught her how to use it many times. 
Thus, the introduction of new or different devices for preparing food was not helpful for people with 
dementia, owing to their inability to learn and to hold short-term memories. These and other 
barriers are discussed in the following theme. 
 
9.7: Theme 3: Managing AT use at home 
The third theme, entitled ‘Managing AT use at home’, relates to research question 3: what were 
informal carers' preferences, barriers, and facilitators with respect to the use of such ATs by people 
with dementia when they lived at home? There are four sub-themes within this theme. In the first 
sub-theme, the negative perceptions that people with dementia had towards potential AT use are 
discussed. Three further issues people with dementia had when trying to maintain their use of an AT 
once it was in their lives are presented in the second sub-theme. The third sub-theme concerns from 
where ATs were obtained by people with dementia and their informal carers. In the fourth sub-
theme, the role of formal social care services when negotiating AT use is explored. This particularly 
concerns: the role of health and social care professionals who managed to change the person with 
dementia’s mind about receiving human and technological ADL assistance; how families had to push 
for the devices they wanted; and informal carers’ continued suspicions of the quality of care given by 
formal carers even with the use of sophisticated ATs. The findings help to fill the knowledge gaps 




9.7.1: People with dementia’s negative perceptions prevented AT use 
Generally, informal carers expressed appreciation for mobility-related technologies, continence 
pads, and calendars that were used, as they made daily lives easier. Informal carers were open to 
the potential use of ATs for ADLs in principle. However, when discussing their retrospective 
experiences, they reported more negative than positive encounters of device use at home. 
Overwhelmingly, the barriers family members faced with respect to ATs were not related to their 
own perceptions of technologies for ADLs, but to the negative perceptions of their relatives with 
dementia. These negative perceptions are presented below. 
 
The most pertinent issue preventing potential use of new ATs was the person with dementia’s 
resistance to any kind of technological assistance because they felt it was not needed. People with 
dementia liked circumstances to remain the same, and so resisted any kind of change. Coupled with 
their lack of insight into their ADL disability, as discussed in sub-section 9.5.3, many emphatically 
denied they needed help: 
 
J1: I suppose in some respects we were very tentative with giving her Assistive Technology 
because she would see it as a crutch and God forbid she needed a crutch… “But I’m 
independent I’m self-sufficient”  
 
Another issue was that people with dementia felt they would be viewed negatively by other people 
as old and frail if they used ATs. Again, informal carers learned to use persuasive language to 
encourage AT use. Case J’s daughters managed to persuade their mother to use a walking stick by 
discussing how her use of it would more positively change other people’s perceptions of her: 
 
J1: [She] didn’t want to be seen accepting help and I said to her “You need to use the walking 
stick for the likes of me who are walking down the street quite quickly who will get annoyed 
you’re not moving but if I saw a walking stick I give you a wider berth it gives me a heads up 
this person’s unsteady on her feet they’re not gonna go very fast” I said “It’s not about you 
mum” so of course she thought “Ok then I’ll use my walking stick” 
 
It was also reported that people with dementia felt that the presence of ATs was ‘too much fuss’ for 
their lives. Case J refused to receive or talk about ATs because she perceived this as her family 




J1: There’s only so much you could do because then she say it was too much fuss 
 
J2: “Don’t want to do it don’t care about it don’t talk to me about it” 
 
Her daughters were then reluctant to provide Case J with ATs, as it made her angry. 
 
9.7.2: Difficulties maintaining appropriate AT use  
There were also issues related to the maintenance of AT use; that is, continued appropriate use, 
even once a person with dementia accepted a device in their life. Owing to short-term memory 
impairment, often people with dementia could not remember a device was even present in the 
house and available for their use. For example: 
 
I1: It would have been very difficult to get her to use [a downstairs bathroom] because she 
would automatically come out of the lounge and go upstairs because that’s where the 
bathroom was it wouldn’t even have been on her radar that there was another bathroom 
 
It was also often reported that impairment in short-term memory, reasoning, and logic impeded the 
person’s ability to learn how to use an AT and retain that information for future use. For example, 
G1 bought Case G a new microwave to prevent her from using the oven because he worried that she 
would cause a house fire. Although she had used microwaves in the past, Case G was not able to use 
the new device no matter how many times G1 taught her. She also struggled to use a medication 
box that had separate compartments for each day, as she could not remember how to open it. This 
inability to learn, because the information could not be retained, was important in shaping informal 
carer’s perceptions of the role ATs could have in daily dementia care. This was when family members 
began to show more negative attitudes toward the use of ATs: 
 
H1: When you’ve got dementia there’s so many variables the idea of having this help is great 
if they are able to use it and if they’re in the mood to use it… by the time they’re at the stage 
that mum’s at now [severe dementia] there’s really no point it’s more hands-on need people 
to be around her  
 
Given that people with dementia struggled to learn to use new devices, there was some indication 
from informal carers that ATs designed to look like technologies that the person might have used in 
the past may have been more appropriate. Certainly, the people with dementia expressed a 
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preference to use older devices that they already owned. For example, Case E’s short-term memory 
impairment meant that she would not use her new tin-opener with a large handle because she only 
recognised her old tin-opener as belonging to her. E1 reported that Case E was also wary of new 
technology that looked too dissimilar to traditional objects. For example, when discussing the 
possible use of large-handled and brightly-coloured cutlery: 
 
E1: Whether [she] would identify something that was a completely different colour as being a 
piece of cutlery… because all her life cutlery has been silver 
 
E1 further explained that her mother now lives ‘in the past’. That is, she believes that she is younger 
than she is and responds well to reminiscence-type activities. This may mean that people with 
dementia may react more positively to ATs with historical designs than to modern-style devices. 
 
Another issue was that of appropriate use of technologies. Informal carers reported that their 
relatives would misuse some ATs, particularly those used for safety and communication reasons 
such as telecare pendants, pull-cord alarms, and large-button telephones. Informal carers reported 
that these devices were subject to misuse by the person with dementia through either under or 
over-use. For example, Case A, Case G, and Case I under-used their alarms because they: did not 
want to be a nuisance to others; did not perceive that they needed them; could not remember that 
the alarms were there; and could not remember how to use them. In contrast, Case B and Case E 
over-used their alarms and became a nuisance to the alarm call centre. B1 felt this was because Case 
B forgot that she had recently used the cord and spoken to the staff members at the call centre. 
However, E1 perceived Case E’s overuse appeared to be related to having someone to talk to and 
feeling lonely. Indeed, Case E would overuse her pull-cords, but refuse to wear a pendant or watch 
alarm. Similarly, Case G used her large-button telephone to call G1 repeatedly not only for reminders 
and to be reoriented to the day’s events, but also because she wanted more human interaction. 
 
9.7.3: Obtaining ATs 
Technologies used by people with dementia at home were obtained from three main sources: an 
item was already owned within the family or social network because of a previous need; informal 
carers purchased the device from a mobility shop; or the AT was provided by formal services. 
 
Some ATs were used because an item was already owned by the person with dementia, their family, 
or a social connection. For instance, Case J’s bath lift was purchased by her daughters from a friend, 
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although they had to employ a fitter to install it. Mobility-related technologies in particular were 
often sourced from the person with dementia’s family. For example, both Case E and Case F used 
walking ATs that had been previously used by their husbands. However, these devices sometimes 
required adaptation. For example, Case E’s falls clinic modified her husband’s walking stick to fit her 
body. Pertinently, knowing her walking stick was unique helped encourage Case E to use it: 
 
E1: She didn’t like using the one the hospital gave her because it was just… like everybody 
else’s whereas the one she had was different 
 
Similarly, Case A and Case J preferred their ‘pretty’ (usually floral-patterned) sticks which, they 
perceived, helped to prevent other people from thinking they were ‘old’. 
 
Most devices that were used were obtained from private sources; usually AT magazines or mobility 
shops. For example, Case B bought her bath lift and kitchen aid for unscrewing jars from an AT 
catalogue she had. However, A1 had problems with AT magazines, as Case A would order items she 
did not need or were not safe for her to use: 
 
A1: She’d be on the phone ordering all these… mobility scooters and this scooter and that 
scooter because she used to drive but we took the key off her 
 
Thus, although Case A perceived the need for some mobility-related ATs, her impaired logic and 
reasoning meant that she tried to order inappropriate items. Family members commonly sought aids 
from mobility shops, especially those who did not have the internet. Although initially informal 
carers thought that only mobility-related technologies could be purchased in such places, they had 
been surprised by the other types of ATs for sale: 
 
F1: [It opened] a whole new world to me I didn’t realise how much is available 
 
For example, G1 bought rubber sheets and pillow covers for incontinence from a mobility shop for 
his father, Case G’s husband. G1 also purchased emergency continence pads from the mobility shop 
when the stock of those received from continence services had temporarily depleted. 
 
Continence pads were provided free by healthcare services. Of the ATs that were obtained from 
Local Authority (LA) adult social care services, only some needed to be paid for. For example, Case B 
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paid in instalments for her telecare alarm from her LA. However, Case C’s LA loaned him a nursing 
bed and bathroom technology for free. Once he relocated to Care home #2, C1 returned the sink 
stool but was told to retain the raised toilet seat. Given such little use of different ATs by the people 
with dementia in this study, and their residence in multiple LAs, why some ATs were funded and 
others were not could not be determined using these data. This was also not the focus of this study. 
Informal carers indicated that social workers, OTs, and ‘hospital almoners’ (C1 used this term for the 
person who had assessed her house) were typically the main professionals to ‘prescribe’ an AT: 
 
D1: The rails were put in on the basis of the Occupational Therapist’s recommendations 
 
Thus, the presence of ATs sourced from formal social care services were more commonly due to the 
recommendation of a care professional, rather than because an informal carer had perceived the 
need for a device and contacted their LA. However, some issues impeded relationships between the 
caring dyad and formal care services. These are discussed below. 
 
9.7.4: Negotiating AT use with formal care services 
There were four findings regarding the negotiations between people with dementia, families, and 
formal care services for human and technological ADL assistance. First, people with dementia could 
often only be persuaded to use formal care services and ATs when in the presence of a health or 
social care professional that ‘prescribed’ it to them or encouraged them to use it. Second, family 
members felt that they had to ‘push’ formal services for the human care and ATs they needed, which 
delayed or discouraged use of appropriate technologies. Third, communication between people with 
dementia and formal carers was often difficult owing to cognitive impairment and many carers’ 
foreign accents. Fourth, even when the person with dementia was in receipt of formal human carers 
who also used ATs, family members remained uncertain about the quality of care given. 
 
The first finding links to the issues discussed previously concerning people with dementia’s lack of 
insight into their ADL disability, and thus refusal to accept help. Informal carers reported that their 
relatives with dementia were less resistant to the receipt of formal care services (humans or ATs) if 
they had been told to use them by a health professional, compared to the same suggestion from a 
family member. For example, Case E only agreed to trial a day centre when the District Nurse 
encouraged and accompanied her. Case G only accepted formal carers for her husband, and 
eventually herself, when it was made clear to her by doctors that if she refused then her husband 
would have to be institutionalised. She was taught to perceive formal care as an extension of her 
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husband’s treatment rather than as a social care situation for herself. Concerning ADLs and the 
influence of healthcare professionals, Case J refused to eat until a doctor explained that she needed 
to fuel her body. This extended to the use of ATs. For instance, E1 reported that she felt that Case E 
only used a walking stick because her GP had told her to. E1 felt that if she had suggested a walking 
stick then her mother would have refused to use it. Informal carers perceived that the suggestion of 
AT usually needed to come from health and social care professionals. This was thought to be 
because the people with dementia had been taught to respect the opinions of professionals when 
growing up, and so felt unable to argue with them as they could with their daughters and sons. 
 
Many family members felt that they had to be persistent in their communication to obtain relevant 
information on what human and technological support was available. The word ‘push’ was very 
common in interviewees’ rhetoric whether trying to gain financial, human, or technological aid: 
 
D1: And [the council] said “We will give her some [funding] within reason give us an 
application” so we did we pushed at lots of people it wasn’t easy I have to say 
 
C1: [District Nurse] said “Oh no we can’t provide [pull-up continence pads]” “Why not” she 
said “Well it’s cost I’ll send some others” well she sent me various variations of [stick-in 
continence pads] all of which were useless… because I’m very persistent I think [laughs] I 
eventually got them 
 
G1 had to push to obtain meals-on-wheels for Case G. Her husband was already receiving this 
service, but she was ineligible. She only received meals-on-wheels after G1, in his words, ‘got 
stroppy’. Yet, others did not have to push if they had a health visitor or social worker that became 
trusted long-term contacts. These individuals were useful sources of information on what could help 
people with dementia and their families: 
 
D1: I remember spending lots of time trying to work things out mind you the health visitor 
was quite good as well… she said “Why don’t you try and do this or try and do that” 
 
The individuals above obtained help because they wanted it and pushed for it. Conversely, Case H’s 
husband, who cared for her before he died, was actively against receiving help from formal services. 
He thought that if he informed social services Case H had dementia then she would be ‘taken away 
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from him’, as was common many years ago. Tragically, H1 perceived that if Case H and her husband 
had received formal care at home, then her father would have lived for longer. 
 
Yet, for those people with dementia who received formal human and technological assistance for 
ADLs, there were still issues. It was commonly reported that communication was difficult between 
the person with dementia and formal carers. One reason was because of the language difficulties 
caused by dementia, such as: needing more time to process a sentence they heard; struggling to 
formulate responses; or finding appropriate words. Then, holding a conversation with formal carers 
and understanding what they were doing was difficult for people with dementia. This resulted in 
resistance, particularly during personal hygiene activities such as washing. A second problem was 
that many of the health and social care professionals and formal carers were not native English 
speakers. Foreign accents became much harder for people with dementia to interpret, which 
resulted in anger or mistrust of the professional or formal carer. 
 
Another issue was that even when formal carers used ATs with the people with dementia, such as 
bath lifts and stand-aid hoists, the use of such technologies could not alleviate informal carers’ 
perceptions of poor quality care. For example, although C1 was happy with the ATs loaned by her 
local council, her problems with at-home care were because of poor time-keeping. When Case C’s 
mobility declined further, and the carers suggested they use a stand-aid transferring hoist, C1 
decided that this would not work because there would need to be two carers at a time to operate it 
with him. She felt, based on previous experience, that she could not trust two carers to arrive at her 
house at the same time: 
 
C1: It wasn’t the problem with the hoist although it may have been a problem with some 
ceilings… it was the problem with the carers not coming on time… they didn’t turn up at the 
same time sometimes they didn’t turn up at all… it was just getting too stressful [thinking] 
are they going to turn up does [Case C] need changing how can he get to the loo 
 
As such, Case C’s increased immobility, and C1’s reluctance to allow the stand-aid hoist into the 




9.8: Theme 4: The relocation decision 
The fourth theme, entitled ‘The relocation decision’, relates to research question 4: what was the 
tipping point for the person with dementia to relocate to a care home and was this decision at all 
related to ADLs and AT use? This theme has two sub-themes. The first sub-theme relates to the 
tipping point for institutionalisation. Often, a combination of cognitive and physical functional 
limitations led to the tipping point. The presence and use of suitable ATs were not perceived by 
informal carers to have delayed the decision. The second sub-theme concerns the relocation 
decision: the advice of a health professional was often the key catalyst. The health professional’s 
involvement was usually a result of an acute event experienced by the person with dementia, such 
as a fall and hospital stay. The professional’s recommendation to institutionalise alleviated some 
informal carers’ negative emotions (such as guilt) surrounding such a decision. Finally, no ATs were 
brought from the community to the care home to help ease the transition for newly-institutionalised 
care home residents. The findings help to fill the knowledge gap observed in Chapter 5 concerning 
whether triggers for institutionalisation of people with dementia are related to AT use, and whether 
decision-makers for relocation consider the role of ATs. 
 
9.8.1: The tipping points for institutionalisation 
The reasons given by interviewees for the decision to move their relative with dementia to a care 
home can be categorised into physical and cognitive catalysts. The reasons related to physical 
functioning will be discussed first. Physically, relocation was often triggered by the person’s 
increased frailty and immobility, or an acute event such as a fall. The cognitive reasons are then 
presented. These included the impact of cognitive impairments leading to risk of compromised 
safety, such as getting lost while outside or leaving a gas oven on. However, these reasons were not 
necessarily mutually exclusive, and the decisions were rarely made for one reason alone. Rather, a 
combination of physical and cognitive factors was felt to trigger institutionalisation. Overall, informal 
carers felt that the presence of no currently-used or new ATs could have kept the person with 
dementia at home for any longer. 
 
Informal carers reported that the physical triggers for institutionalisation related to increased frailty 
and immobility, which impacted negatively upon their relative’s ability to perform ADLs. Although 
frail and immobile individuals had been receiving formal care while living at home, over time their 
needs increased to such an extent that it was considered safer for them to have constant formal 




C1: The only reason he’s in [Care home #2] is because he’s quite a big man he was six foot 
and I’m quite small and I literally couldn’t manage him physically and in the end neither 
could the carers without hoists and things… if he could walk he could still have stayed at 
home with carers 
 
Case C’s reduced mobility meant that providing assistance with ADLs became extremely difficult 
without appropriate ATs. As already described, C1 was offered an appropriate AT of a stand-aid 
hoist, but refused it because she could not trust two formal carers to arrive at her house at the same 
time. Reduced mobility and lack of suitable ATs at home meant that Case C was at increased risk of 
suffering an acute event such as a fall with serious injury, thus relocation was the preferred option. 
 
Falls were the second factor related to physical functioning which triggered an institutionalisation 
decision. Many of the people with dementia who were investigated had a history of falls; this was 
cited as a direct reason for institutionalisation for four people with dementia. Both Case M and Case 
N relocated directly to a care home after a stay in hospital because of a broken hip from a fall. Case 
B also frequently fell, sometimes during the night, and it was while in hospital that she spoke to B1 
about relocating to a care home. She wanted 24-hour supervision for her safety, and felt her 
telecare alarm was no longer enough. 
 
Families also indicated cognitive triggers for the institutionalisation of their relatives. They 
sometimes became lost while outside because of disorientation resulting from their dementia. For 
example, Case A began to run away from her flat because she stopped recognising it. The relocation 
decision for Case E was triggered because her disorientation when alone worried E1 and her sister. 
They perceived that she required supervision to ensure her safety. Some people with dementia were 
also reported to forget to turn off their gas ovens, which compromised their safety.  
 
More typically, institutionalisation was triggered by a combination of physical and cognitive factors. 
For example, Case P had been getting lost in the time leading up to her relocation but the decision 
was also made as a result of a stroke. Case B frequently became disoriented and left her house in the 
night; she was worried about her own behaviour but her fall became ‘the last straw’. Although Case 
F’s major fall was cited as a particular motivating incident for the decision, her cognitive-related 




Ultimately, informal carers did not perceive that the use of any AT, or introduction of new ATs, could 
have kept their relative at home: 
 
C1: I don’t really think there was any aid that would have kept him at home any longer 
 
D1: I’m not sure if technologies could have kept her there really for very long… I think there 
were other aspects of her life that she was finding a bit confusing and I’m not sure if 
technology would have helped 
 
The only exception was D1’s perception that Case D would have had to be institutionalised earlier 
without her complete bathroom modification. Although fall-prevention and mobility-enhancing 
technology was used at home by people with dementia, it was eventually felt that 24-hour 
supervision was required, even for Case D. It was felt that this level of supervision could not be met 
by telecare alarm technology, pertinently because some refused to wear the pendants, or pull the 
alarm cords, as they did not perceive that they required help. None of the people with dementia had 
an automatic gas shut-off valve in their house. However, informal carers perceived that these ATs 
alone would not have kept their relatives at home, given the multiple physical and cognitive 
functional limitations arising from their dementia and co-morbid conditions. 
 
9.8.2: Healthcare professionals as catalysts for institutionalisation 
Family members rarely made the decision to relocate their relative with dementia alone. Often the 
decision was prompted by a health or social care professional, following their involvement after a 
fall or other acute incident. For example, after being informed that Case A was getting lost while 
outside, her GP strongly encouraged A1 to consider relocating her mother: 
 
A1: Mum’s GP said “If you don’t do something she’s gonna have an accident and she’ll be 
dead and how would you feel then”…  the GP thought she might just run out one day [and 
get run over] he said “How would you feel if a family were involved as well it would be 
dreadful” 
 
The GP used discourse about risk to persuade A1 that Case A should relocate. The underlying 
message was that safety was now a prime concern for Case A. Other professionals were reported by 
informal carers to have used similar persuasive language. For example, Case C’s social worker 
recommended that he relocate to a care home following a needs assessment. Although the social 
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worker did not make the decision for Case C, she did warn C1 that she should choose this option 
‘before the decision was made for her’ following an acute event such as a fall or second stroke. 
Again, the rhetoric of safety by health or social care professionals often persuaded families to 
decide. 
 
The involvement of professionals was not wholly welcomed by the families of Case D and Case I. For 
example, although Case I had a fall her cognitive impairment meant that she could not remember 
the incident. It was because of this that the hospital staff perceived that she could not live on her 
own, or at least not without 24-hour monitoring, and that she needed to be institutionalised. I1 and 
her husband were not happy that this decision had been made by hospital staff, who did not know 
Case I’s ability to perform ADLs; however, they felt powerless to disagree. Similarly, after a 
protracted hospital stay Case D was taken home by professionals and asked to make a cup of tea. 
However, she could not because she was disoriented in her kitchen having not been there for some 
time. The professionals then decided that Case D could not live alone. D1, who had not been allowed 
to say anything during the assessment, was unhappy because Case D had not been given time to 
reorient herself. D1 felt she had no input into the decision when it was made. There was no 
discussion between the family and healthcare services of the potential use of ATs to help reorient 
Case D in her kitchen, such as item labels or glass-fronted cupboards. 
 
Overall however, informal carers were glad for the input from health or social care professionals, as 
it meant that some of their negative emotions and ‘blame’ for making the decision were removed. 
Others felt guilty about the decision even with the involvement of the health professional, as they 
felt they had ‘failed in their job’ of looking after their relative adequately at home. Particularly, 
informal carers looking after their mothers felt that caring was their societal duty. The decision to 
move was made once the informal carer realised that their relative could not cope in the community 
no matter how much human or technological assistance they had for ADLs, as they required 24-hour 
supervision from trained carers to guarantee their safety. No ATs were used to alleviate the negative 
aspects of the relocation transition experience, even devices which may have targeted the person’s 
emotional distress and calmed them, such as reminiscence technology. Although people with 
dementia moved with some personal ATs such as their own walking stick, usually the few ATs for 




9.9: Theme 5: Care home life 
The fifth theme, entitled ‘Care home life’, relates to research question 5: how did ATs for ADLs used 
in care home settings enhance residents’ care, and contribute to connections between residents, 
family members, and care home staff? This theme is separated into three sub-themes. First, the ADL 
disabilities of residents and subsequent human and technological assistance given to them are 
presented. Second, when ATs were not used for an ADL with a resident, the researcher discussed 
with keyworkers whether particular ATs would be useful. Generally, however, it was felt that there 
was as much technological assistance as could be given. The third sub-theme concerns family visits 
to residents: whether they provide any ADL assistance in such a location, whether they used ATs 
with their relative, and their relationships with care home staff. The findings help to fill the 
knowledge gap observed in Chapter 5 concerning when and how ATs are used for ADLs in care 
homes by people with dementia. 
 
9.9.1: Performance of ADLs and associated AT use in care homes 
The structure of this sub-theme reflects that of sub-section 9.5.1 within theme 1, wherein the ADL 
difficulties of people with dementia when at home were presented. The human and technological 
assistance given to the care home residents to help ADL performance are additionally included. First, 
what was reported in general about residents’ cognitive and physical difficulties are discussed; 
specifically, disorientation, lack of confidence in groups, and immobility. The focus then turns to 
what was reported about poor performance, human help, and technological assistance for the ADLs 
under investigation: washing and bathing; grooming and dressing; toileting and continence; and 
feeding and eating. For all residents, the longer they had dementia, and the more co-morbidities, the 
greater the effect on ADL performance. This thus meant they required more human and 
technological assistance in the care home, compared to when they lived in the community. 
 
Cognitive difficulties 
There were two cognitive issues that were perceived to impact upon general daily life and ADL 
performance: disorientation, and lack of confidence in group settings. Disorientation to time and 
date was a common impairment among the care home residents. Formal carers reported reminding 
these residents of the date and time during morning routine and throughout the day. Residents 
were also disoriented to place. This often made them anxious and distressed, particularly if they 
could not locate a bathroom. The inability to find rooms was apparent even with dementia-friendly 
way-finding signs on doors. Staff were required to direct disoriented residents to the appropriate 
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location. However, Case A, who was in a less severe stage of dementia, found way-finding room 
signs and item labels to be helpful: 
 
K1A: She wasn’t able to locate the shower room but now [the bathroom sign] is on there she 
knows… [and] she can locate due to the signs on the cupboards where to put the utensils and 
the plates  
 
The care home keyworkers indicated that they were in the process of creating a memory box for 
residents’ bedroom doors. These were to contain personal items linked to the person and their 
history, to aid orientation to their bedroom.  
 
Dementia also led to lack of confidence in larger groups. This was not reported by informal carers 
when discussing their relatives’ lives in the community; of course ADLs were conducted in more 
private spaces at home. When living in the care homes, residents were sometimes frightened to 
leave their room and reluctant to socialise. This may have been linked to their inability to recall 
appropriate social behaviour, bewilderment when trying to follow a conversation, or intolerance of 
loud noises. For example, Case G always preferred to eat breakfast in her room but would emerge 
afterwards. Case K disliked large groups but gained confidence in the small group on the dementia 
ward. At other times she preferred to be in her room with her toy cat. Although residents sometimes 
displayed this disengaged behaviour, the interviewees indicated that in fact having peers around 
often made residents happier than when they had been at home: 
 
A1: She will say to me she’s a lot happier now because she used to say to me in the flat “You 
don’t realise what it’s like for me here on my own hours and hours on my own waiting for 
you to come”… she’s got more company so she’s more stimulated 
 
Residents usually joined in with activities until their cognitive impairment hindered their language 
and social skills, caused apathy, or lack of understanding of surroundings. No ATs were used in the 
care homes to increase confidence and aid social participation, apart from the RemPod (RemPods, 
2015) in Care home #1. This was the pack of reminiscence objects described in Chapter 7. 
 
Physical difficulties 
As with cognitive difficulties, as the person’s dementia progressed they experienced more severe 
physical difficulties. The biggest issue was immobility, which deteriorated for all residents since they 
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entered the care home. They all required some assistance with at least one aspect of mobility, 
commonly gait, transferring, or balancing while sitting. Immobility was perceived to be linked to 
cognitive and physical impairments. Cognitively, residents had short attention spans and were 
unable to perceive how to move appropriately. They began to shuffle their feet when walking. 
Physically, immobility was linked to: joint pain, muscle weakness, or contracted legs. Eventually, 
some residents became so impaired they were bedridden. 
 
Many mobility-related ATs were used in the care homes. These ATs were more sophisticated and 
expensive than ATs used by people with dementia in the community. As mobility decreased, the 
residents progressed from using a walking stick, to a walking frame, and eventually to a wheelchair. 
Wheelchairs were provided by the care homes. Some residents would self-propel using their feet on 
the floor to navigate the care home. Lap belts prevented users falling out but were not appreciated: 
 
B1: Well she did say once or twice “Oh I want a pair of scissors so I can cut the straps on this” 
 
Wheelchair-bound residents were hoisted with a handling sling to transfer. Although some residents 
were agitated when in the sling, family members were happy with the stand-aid hoists and thought 
they were ‘amazing’ and ‘useful’. Keyworkers were also positive about the use of this AT: 
 
  K2B: Compared to years and years ago [the] hoist is like your best friend 
 
The device prevented the need for formal carers to perform heavy lifting and reduced the risk of 
skin-tears for the residents. If residents’ skin integrity was poor, they had a water-chair rather than a 
standard wheelchair. These were large armchair-like wheeled chairs. They were soft and filled with 
water to reduce the likelihood of pressure sores. Residents were measured for these by a 
physiotherapist, and it was usually financed by the resident or their family. The water-chairs took a 
long time to be made, which for Case C meant that he was confined to his bedroom for two months. 
Indeed, if an immobile person at risk of pressure sores did not have a water-chair, they became bed-
bound and lay on a specialised inflatable mattress. Others were reported to share water-chairs; one 
resident had morning-time use of a water-chair and was then bed bound during the afternoon, while 
their ‘partner’ was bed-bound in the morning and had the water-chair in the afternoon. 
 
Bedroom ATs differed according to need. Although all had a nursing bed that could be elevated or 
lowered, bed-rails and bumpers were only put in place if the person was at risk of rolling out of bed 
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and would not attempt to climb over them. If they were at risk of rolling but were perceived as likely 
to climb over bed-rails, extra mattresses were instead placed on the floor next to the bed. All 
residents had a call-alarm as standard, yet both the care record notes and interviewees suggested 
that none of the residents with dementia would be able to use this alarm if required. Mobile 
residents had a pressure-alarm mat to notify staff if they left their bed during the night. People with 
difficulty moving in bed were repositioned by carers using slide-sheets. Slide-sheets were two pieces 
of silk stitched together to enable a person to be repositioned without strain, reducing the risk of 
injury. There were different colour-coded sizes of slide-sheet for various body masses. Stand-aid 
hoists were also used to weigh bed-bound residents. The cognitive and physical difficulties residents 
had with ADLs once in the care homes, and the human and technological assistance given to them to 
aid their performance, are presented below. 
 
Washing and bathing 
In the care homes, washing was usually performed as part of morning routine. Typically, residents 
would have a strip-wash in their en-suite sinks, and a full bath or shower once or twice per week. 
Human assistance with washing and bathing began with verbal prompting, over time included some 
physical prompting (such as handing the person a flannel), then eventually became full physical 
assistance. None had required full assistance while living at home, apart from Case C. Co-morbidities 
such as arthritis contributed to the need for washing and bathing assistance, and particularly 
influenced the parts of the body that people needed help with. For example, some residents needed 
assistance at first with only their lower extremities due to cellulitis or arthritis, and only later the 
upper limbs and torso. However, the main cause for washing disablement was due to cognitive 
impairment, such as sequencing actions and forgetting how to perform the steps needed. 
Furthermore, their progressed dementia meant that residents had ‘good’ and ‘bad’ days in terms of 
the amount they could do for themselves and the reluctance, anxiety, and aggressive behaviours 
they displayed. For example, Case J and Case K could wash their upper bodies with prompting if they 
were lucid on a ‘good’ day, whereas on ‘bad’ days they needed more help despite their resistance. 
Keyworkers reported that cognitive impairments also affected residents’ understanding of water 
temperature, using bathroom fixtures and fittings, or understanding instructions. As such, Case A 
was supervised during her showers even though she could perform the right washing movements: 
 
K1A: You say “Oh if you turn the tap the cold’s gonna come out first” and even though you’ve 
said it it’s caught her out because she hasn’t quite picked up what you were trying to 




Full showers were conducted in a wet-room style bathroom, located on one of the main corridors. 
The shower rooms had non-slip tiles, coloured grab-rails against a pale wall, and a grab-frame 
around the shower area. They had a shower seat or commode to prevent the resident from standing 
for a long period of time. One of Care home #3’s shower seats tilted back to aid washing. However, 
Care home #2 did not have showers and only had the option of a weekly mechanical bath or (more 
frequent) bed bath. C1 was unhappy that the care home perceived that baths were preferred: 
 
C1: People have showers these days and all the nursing homes are geared up for baths which 
is ridiculous half the people can’t use them because they can’t get in and out… they’ve got a 
hoist to get them in a bath but obviously they can’t do that every day and that’s why I’m 
anxious that they get showers put in 
 
Thus, the mechanical bath was not perceived as useful by C1. These mechanical baths had a large 
seat that could hoist the user completely out of the tub, over the rim, and safely to the floor. The 
hoist had a chest-level belt and moved slowly to prevent anxiety. The user remained in the seat 
during a bath. Case L was very frightened after a previous bad experience in a hoist so only had bed 
baths. Other residents enjoyed it: 
 
K1A: She’s quite happy if you ask her she’ll say “Oh this is a good invention I’ll have to get 
one of these at my house”  
 
Bed baths were given to residents who were very immobile, had contracted legs, or had poor 
balance. For example, Case P could no longer use a bath because she constantly slipped downwards 
in it. When asked about the water used for strip washes and bed baths, K9I indicated that a 
traditional wet flannel was only used for the face and upper extremities. To wash genitals, 
keyworkers used of a type of dry wipe that could be soaped up with a little warm water. They were 
disposed of after use. These dry wipes had been ‘hidden’ technologies to the researcher, as they had 
not been recorded in the care records. Dry wipes are hygienic and commonly used in healthcare and 
care home settings, so it was unsurprising that their use was not reported in community settings by 
family members. Carers used slide-sheets to reposition immobile residents during bed baths. 
 
Concerning skin integrity, most residents were at risk of experiencing pressure sores or skin-tears. 
Risk was caused by dry or thin skin, sweat, the acidity of urine and faeces, malnutrition and 
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dehydration, or remaining in the same position. Aqueous cream, air-pumped pressure mattresses, 
water-chairs, extra cushions, and slide-sheets were used to reduce the risk of compromised skin 
integrity. Case I and Case L wore blow-up bootees to protect their heels from pressure sores. 
 
Grooming and dressing 
As with washing, assistance given with grooming activities such as tooth-brushing, blow-drying hair, 
and shaving was determined by the extent of cognitive and physical impairment. None had required 
any help when living in the community. By the time of data collection, some residents required 
verbal prompting for some tasks, if they forgot what needed to be done. As residents became less 
able to manage their oral-care, staff would verbally prompt, then provide full physical assistance 
with tooth-brushing or denture hygiene. To reduce the amount of human prompting, a sign was put 
on Case A’s mirror to remind her to brush her teeth. However, carers still needed to charge her 
electric toothbrush as she would not remember to do this. The sign and electric toothbrush were the 
only ATs used for oral hygiene by any resident. For others, such as Case B who ‘did not seem to want 
to do anything’ even when prompted, full assistance was given. Staff found it difficult to provide 
assistance with grooming activities to residents who resisted. Cognitive impairment also affected 
residents’ understanding of consequences of their decisions and actions. For example, Case H 
refused much-needed dental work, and Case P would hit out when eye drops were administered. 
The only other AT used for grooming by the residents under investigation was Case C’s electric 
shaver. He did not like it, so it was discarded. 
 
No resident performed nail-care on themselves. It was imperative that nails were kept short and 
clean, as some residents were known to scratch themselves or attempt to self-evacuate their bowels 
when constipated. A formal carer clipped their fingernails when needed, and sometimes varnishing 
nails became a social activity. All had a podiatrist for toenails and foot care. Weekly hairdressing 
appointments were also part of the social activities for residents.  
 
Concerning dressing, over time the residents with dementia typically began to first show disability 
with putting on clothes for lower extremities, and then for upper extremities. Physically, dressing 
was impaired because of reduced mobility, co-morbidities such as arthritis, inflexible joints, and 
breathlessness on exertion. Poor eyesight and reduced dexterity contributed to problems operating 
zips and buttons. Carers provided assistance with ‘tricky’ and ‘fiddly’ clothes first, such as bras, 
knickers, and button and zip fastenings, and later with larger items such as putting on trousers and 
skirts. However, even physically-well residents required assistance due to their dementia. Cognitive 
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problems included: putting clothes on incorrectly, ‘strange’ combinations of patterns or colours, 
wearing the same item for multiple days, and not perceiving that laundry was dirty. Families would 
provide new clothes but their relative would not recognise the items as theirs, or would recall old 
items from their past that they believed had been stolen: 
 
G1:  She’ll also say “Ah my certain shoes are missing they were there last week” but I know 
for a fact they weren’t 
 
Residents with severe dementia were unable to choose the clothes they wanted to wear, nor to 
detect their body temperature and make appropriate changes if necessary. Only Case G, the resident 
with early-stage dementia, displayed no difficulty managing body temperature or required carer 
assistance to control this. Carers assisted dressing all other residents, as part of the usual morning 
routine after washing. Following verbal instructions was sometimes difficult for residents. Staff 
always asked residents what they would like to wear, even if they were uncommunicative. This 
helped to promote a sense of dignity. Other examples of maintaining dignity included dressing bed-
bound residents in day clothes, and encouraging residents to choose whether they wanted to wear 
shoes or slippers around the care home. However, B1 had been unhappy when the carers stopped 
dressing Case B in her usual tights to make toileting easier. Other examples of changes in dress 
included the introduction of Velcro shoes that could be widened to fit over swollen ankles, and 
preferring for residents to wear skirts or trousers with elasticated waists to assist with toileting.  
 
Assistive Technologies were rarely used to help with dressing. Case G could put on her own shoes, 
but when her ankles were swollen used a long-handled shoehorn to make the task easier. This 
shoehorn was owned by Care home #3, but having owned one previously she knew how to use it. 
Case A had a reminder sign for disposing her dirty laundry. At least four of the residents wore hip 
protectors under their clothes to help cushion them if they fell. J1 and J2 described the hip 
protectors as a large pair of knickers with solid areas at the hips. They were glad that the device was 
protecting their mother. Residents were generally not resistant to wearing them but sometimes 
became confused about their presence. The hip protectors were usually suggested and then 
obtained by staff at the care homes, although they were financed by the resident or their family. 
 
Toileting and continence 
All residents had some experience of incontinence while in the care homes. Indeed, becoming 
incontinent was one of the biggest changes observed between living at home and living in the care 
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homes, as dementia progressed. Individuals with severe dementia eventually became incontinent of 
both urine and faeces. The most commonly-used AT for elimination was a continence pad held in 
place with net knickers. There were different sized pads for different body types, and for anticipated 
amounts of fluid. As such, the person’s fluid intake needed to be monitored to determine the correct 
pad. Pads were provided to the care homes by healthcare services. Pads were supposed to be in 
place for a maximum of four hours, and there were guidelines from healthcare services as to how 
many pads were acceptable for a person to use during one day. However, residents were not left in 
wet pads just because they had reached their quota; if the care home needed more pads they would 
use kitty money to buy their own. Some keyworkers were critical of their colleagues’ misuse of the 
pads, complaining that others selected the wrong size or fitted them improperly so that urine 
leaked. Residents generally accepted the pads: 
 
K7G: She always says “Oh they stink” and I say “It’s just them little dribbles” she goes “Oh I 
suppose you’re right you know best” 
 
Family members and keyworkers were happy about the use of pads because it retained some dignity 
for the wearer compared to an alternative of soiled clothes and compromised skin integrity: 
 
J1: You know I have no problem… it’s all practical to me she doesn’t have to keep having her 
clothes washed she’s not gonna get nappy rash it’s just more pleasant 
 
Pads needed to be checked regularly by the formal carers to see if they were wet, so still required 
human assistance to be effective. Use of pads ensured that clothes and skin were protected from 
the caustic effects of urine and faeces. Some residents also had disposable sheet pads for their beds 
in case of night-time accidents; these were purchased by the care home. For some residents, the 
assistance required was only to remind them to go to the bathroom when they could not detect 
their need to evacuate. Staff kept these residents to a timed routine by encouraging them to go to 
the toilet every two hours throughout the day. Formal carers managed the timed routine; no ATs 
(such as memo-minders or alarm clocks) were used to assist this procedure. 
 
Not all residents had en-suite facilities in their bedrooms. Communal bathrooms had room labels 
and red doors, and were accessible from lounges, dining areas, and bedrooms. All of the care home 
bathrooms had hand-rails. Most toilets had a raised seat: some white, some blue, and some red. The 




K1A: She uses a raised winged toilet seat just so she hasn’t got to get down so low so she can 
get up and down independently  
 
Commodes were used in bedrooms if this was easier than mobilising to the toilet. Residents with 
more severe dementia or poorer mobility were assisted onto a toilet or commode by carers, 
sometimes with a stand-aid hoist. However, eventually some residents’ poor balance impeded safe 
use of a toilet or commode: 
 
K9I: To sit her on the toilet would be quite dangerous now… her sitting posture’s terrible 
 
If a person could no longer sit on a toilet or commode due to immobility they were classed as 
incontinent, along with those residents who could no longer perceive their need to evacuate. They 
then only used continence pads.  
 
Others required human supervision while in the bathroom. For example, Case E was generally 
continent, but needed to be monitored as she would use toilet paper as a makeshift pad. She also 
needed to be prompted to wash her hands. Carers often ‘washed’ residents’ hands with an anti-
bacterial wet wipe: 
 
K8H: Getting to the sink and putting her hand under the water can be a bit of a shock to 
them sometimes I think using a wipe is probably better for them 
 
Thus, toileting and continence issues were managed through human and technological assistance. 
 
Feeding and eating 
As they had done when in the community, those with mild to moderate dementia were able to eat 
and feed themselves, and prepare drinks if required. However, over time residents would progress 
to a severe stage of dementia and then experienced problems with eating and feeding. Cognitively, 
problems included inappropriate use of cutlery, forgetting to swallow, and being distracted or 
resistant at the table. Disorientation to time and inability to remember recent events was common: 
 
E1: Occasionally she forgets that they’ve had lunch she’ll sort of say “Where’s lunch” so 




Physically, damage experienced after stroke, arthritis in the hand or wrist, or reduced finger 
dexterity made cutting action difficult. Formal carers advised that chest infections caused 
breathlessness when eating and inhibited swallowing, thus impacting upon nutritional intake. Case 
D’s stroke caused her to perceive food on only one side of the plate, so carers needed to spin it so 
she could see the uneaten food. As the person’s cognitive and physical abilities declined, carers 
would feed the person: 
 
I1: She wouldn’t be able to hold the spoon herself or help in anyway other than open her 
mouth they put the spoon on her lip and that makes her open her mouth 
 
Some residents had trialled and used some eating ATs before needing formal carers to assist with 
feeding and drinking. This was usually to add a plate rim for the person to grasp, rubber plate 
bottoms to prevent slipping, or plastic mugs with two handles or spout. Straws were sometimes 
used for easier drinking. Case D had tried an adapted spoon but no other resident had trialled 
specialised AT cutlery, such as those with enlarged, coloured, or angled handles. The devices that 
had been used were perceived by keyworkers to have been beneficial for a short time until the 
person’s dementia progressed further and they became unable to use them. 
 
Residents were put on a soft or pureed diet when increased cognitive and physical impairment 
caused chewing and swallowing difficulties: 
 
C1: It’s the brain not telling his hand to do it [use a spoon] and it’s the brain not telling him to 
chew nothing wrong with his arms or his hands he has nothing else wrong with him except 
Alzheimer’s 
 
I1: She sometimes forgets to swallow she couldn’t have anything that she could chew 
because she doesn’t know what to do with the parts of her mouth 
 
People who could not swallow were given pureed food on a spoon by carers. Drinks for these 
residents were also thickened and administered with a straw, spoon, or spouted cup. Finally, as their 
dementia progressed, residents became unable to detect when they were hungry or thirsty. This 
meant they refused food. Fortified nutritional drinks and vitamin or calcium supplements were 




9.9.2: Keyworkers perceived that other ATs would not be useful 
During the interviews, keyworkers were asked for their perceptions of the potential usefulness of 
ATs that were not used by, and with, the resident. For example, during drinking ADL a normal cup 
was held by carers to Case B’s mouth. Her keyworker felt that a spouted lid on a cup to enable Case 
B to drink without human assistance would not have worked: 
 
K2B: I don’t think she’s got the co-ordination to go where the mouth is 
 
Overall, keyworkers perceived that residents were using all the technology that was possible for 
their situation. They felt that automated verbal prompting technology for hand-washing, or knickers 
that alarmed when wet, would be frightening and undignified for residents with dementia. However, 
K8H felt that Case H could trial angled cutlery to help her eating. Yet, there were none in Care home 
#3. K8H advised that to obtain this technology she would only have to discuss the situation with the 
general nurse who, if agreed, would ask kitchen staff to order the items. Thus, as had been observed 
in Chapter 8, the care environment was critical for residents’ access to potentially useful ATs. 
 
Keyworkers, like the informal carers in sub-section 9.7.2 above, were more positive about the 
usefulness of ATs that were designed to look ‘old’. For example, they thought that a toilet with a 
chain flush would be familiar and thus potentially useful for those residents who could no longer use 
toilets with modern flush systems. Indeed, residents of Care home #1 enjoyed the RemPod items 
(RemPods, 2015) and the radio in the dining room designed to look from the 1950s. However, the 
residents themselves were not observed using the radio, only carers were seen to use it by the 
researcher. No ATs that were designed to look from another period of time were used for ADLs in 
either the care homes or community. 
 
9.9.3: Family visits to the care home and ADL assistance 
Generally, relationships between family members and care home staff were good. Keyworkers 
indicated that informal carers were essential for advising staff on their relative’s preferences for ADL 
assistance. Formal carers were also generally happy for families to assist with ADLs: 
 




However, they advised the researcher that families could not use the stand-aid hoist technology 
without training in moving and handling. Overall, it was reported that informal carers did not assist 
with their relative’s ADLs in the care home. This was not only because staff were paid to perform 
these intimate tasks, but because family members were frightened of their relative’s increasing 
frailty. Families felt that this meant they could enjoy social time with their relative again: 
 
G1: It’s more satisfying [visiting] here because it’s better quality time than just feeling that 
you’ve done her washing for her [you’re] taking her outside somewhere and giving her a bit 
of enjoyment  
 
Family assistance with ADLs was also unlikely because visits were usually during the day after the 
morning routine had been completed, and outside of meal times. There were some instances where 
family members had helped their relative to dress or took them to the toilet themselves, but these 
were rare. Help if given was most typically with eating, or with the semi-social grooming activity of 
varnishing fingernails. Rather, families would take their relative out on day trips if appropriate, and it 
was at these times that they would use ATs. Wheelchairs and walking sticks were borrowed and 
families sometimes took spare continence pads from the care home in case they were needed. They 
enjoyed being able to borrow mobility-related technology as it meant that day trips were possible. 
F1 also borrowed a raised toilet seat to modify their home environment and thus reduce Case F’s 
toileting disability when there: 
 
F1: Which I found great because obviously at home not having the grab handles and so forth 
it was difficult but with the raised seat between my wife and I we could get her onto the 
toilet no problem which was very minor but people don’t realise it’s an amazing thing… that 
worked well for a while but then it became more difficult to lift her up and so forth 
 
F1 indicated here that although the AT worked, it was only for a short time until Case F’s cognitive 
and physical functional limitations progressed. 
 
9.10: Chapter 9 summary 
The vignettes created from Stage One of data collection acted as the skeleton structures to which 
interview data collected in Stage Two were added. Most informal carers were the adult child of a 
person with dementia, with one spouse and one niece-in-law interviewed. All interviewed 
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keyworkers were female. Each case study focused on one care home resident with dementia. A 
cross-case comparison was conducted using thematic analysis to explore common and unique 
experiences concerning ADL disability and associated use of ATs. 
 
The thematic analysis enabled the perceptions of key informants to emerge from the interview data. 
They reported that although indeed co-morbidities resulted in immobility and pain which impeded 
the performance of daily living activities, they also felt that the cognitive and physical consequences 
of dementia had a large effect on ADL disability. Overall, informal carers and keyworkers felt that 
ATs for ADLs were beneficial and had the potential to promote quality dementia care in communities 
and in care homes. Yet, AT use for ADLs in the community and in care homes was rare. One main 
reason for this was that the people with dementia were reported to have negative views about the 
potential use of ATs, and generally felt these were not needed. Those who did receive an AT were 
unable to learn to use it, or maintain its use for long periods. Tipping points for institutionalisation 
were related very often to an acute event such as stroke or fall, or general disorientation in daily life. 
Then, people with dementia were perceived as no longer safe to live in the community, even with 
human and technological assistance. 
 
All residents displayed more ADL disability while living in their care homes. This was inevitable as 
their dementia progressed over time. Even in the care homes, human assistance was more common 
than technological help for ADLs. When ATs were used, carers still monitored the resident to ensure 
their safety. Formal carers acknowledged that, for some tasks, human care was necessary or 
preferred. Although family members rarely assisted with ADLs in their care home visits, being able to 
borrow some devices enhanced their social experiences with their relative. 
 
In Chapter 10 which follows, these findings were combined with the results of the statistical analysis 
presented in Chapter 6. These formed key findings to consider when promoting the use of ATs to 




Chapter 10: Discussion 
The study aim was to investigate informal (family) carers’ and formal (paid) carers’ perceptions of 
whether ATs could be used to assist people with dementia to conduct ADLs; and if so, how. This 
included an exploration of family members’ perceptions concerning the contributory role that ATs 
for ADLs may play in a relocation decision. The research questions explored: the cognitive and 
physical difficulties people with dementia had when performing ADLs; the types of ATs that people 
with dementia used for these ADLs while they lived at home; informal carers’ perceptions about ATs 
for ADLs including their preferences, barriers, and facilitators to use; the tipping points for the 
person with dementia to enter a care home and whether AT use, or indeed non-use, was related to 
the relocation decision; which ATs were used for ADLs in care home settings and whether the use of 
ATs for ADLs in care homes enhanced relationships. A mixed-methods study was designed to meet 
the study aim and research questions. First, statistical analysis of the large, nationally-representative 
ELSA dataset was conducted. This explored the associations between the use of mobility-related ATs 
and low cognitive function, ADL and IADL disability, presence of co-morbidities, and socio-
demographic factors. Then, in-depth experiences of ADL disability and AT use were captured using 
case study strategy. The case studies were informed by both care record data of care home residents 
with dementia and by qualitative interviews with their informal and formal carers. 
 
In this chapter, the key findings arising from the results from the ELSA analysis and cross-case 
comparison are presented, placed in the context of previous research. First, what was found about 
the contribution of cognitive and physical impairments and functional limitations to ADL disability is 
discussed. Then, the findings on ATs used to support ADL disability and immobility are presented. 
Particular focus is given to the barriers to AT use by people with dementia, factors that may 
encourage device use, and the difficulties for people with dementia when trying to maintain their 
use of ATs. Overall, the findings suggested that ATs could only supplement human caring, but not act 
as a substitute for such assistance in dementia care. The key findings also showed that ATs were 
rarely considered in relocation decisions. Support was found, however, for a decision-making model 
for the institutionalisation of people with dementia. Key findings demonstrated that families rarely 
conducted the intimate ADLs for their relatives once they resided in a care home, but did sometimes 
use ATs with them as appropriate. Generally, it was perceived that the use of ATs, however minimal, 




The chapter content continues with the strengths and limitations of this research. Then, 
recommendations to relevant stakeholders, such as: social care providers and policy-makers, care 
home providers, and AT companies are outlined. The recommendations are made to further 
promote AT use, when suitable, among people with dementia and their informal and formal carers. 
Finally, directions for future research are suggested; these are based on the study findings and the 
experience of mapping data from care records. 
 
10.1: Cognitive and physical difficulties impacted on ADL performance 
The underlying theoretical framework to this thesis used the disablement process model to explain 
how ADL disability occurs in people with dementia (Nagi, 1965, Nagi, 1991). That is, their 
pathological state results in cognitive and physical impairments and functional limitations, which 
lead to disability when performing socially-defined actions in an unsupportive environment (Nagi, 
1965, Nagi, 1991). Further development of the disablement process model demonstrated how 
human and technological assistance with ADLs can reduce the disability experienced, by targeting 
either the functional limitations of the person or the demands of the environment (Verbrugge and 
Jette, 1994, Verbrugge et al., 1997). However, rather than ADL disability per se, a key finding of this 
study was that the underlying functional limitation of immobility was the most prevalent issue for 
people with dementia. 
 
Concerning ADLs, difficulties with washing and bathing were reported by informal carers, but 
difficulties with toileting, dressing, grooming, and eating were rarely cited by family members when 
their relative lived at home. However, people with dementia increasingly experienced disabilities 
with these ADLs as their dementia progressed. Therefore, by the time they came to reside in the 
care homes, difficulties with all ADLs were experienced. Key informants perceived that both 
cognitive and physical impairments associated with dementia affected ADL performance (Bennett et 
al., 2002). 
 
When ADL difficulties were reported, key informants perceived that the particular cognitive 
processes which affected performance were: memory, planning actions, sequencing, and 
concentration (Beck et al., 1993, Belleville et al., 2007, Johns et al., 2009, Mihailidis et al., 2004b, 
Vitaliano et al., 1986, Wherton and Monk, 2008). Pertinently, poor memory was perceived to affect 
the person’s ability to remember how to conduct the necessary activities, and the individual steps 
needed to complete them. However, even those people with dementia who could remember the 
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separate ADL task steps experienced other cognitive functional limitations, such as disorientation 
and inadequate decision-making. Lack of insight into their own ability and poor social skills hindered 
participants with dementia from recognising their need for, and requesting, human or technological 
assistance. 
 
Physically, performance of ADLs among those with dementia was reported by key informants to be 
affected by: joint inflexibility, muscle weakness, poor balance, breathlessness, and pain. Of course, 
co-morbidities influenced physical impairments, functional limitations, and subsequently ADL 
disabilities. Yet, physical difficulties were reported by interviewees for those individuals with 
dementia who had no co-morbidities. The analysis of ELSA indicated that poor cognitive function 
was significantly associated with the use of mobility-related ATs, even when physical factors such as 
co-morbidities were taken into account. This supports previous research that suggested dementia 
itself can lead to physical impairments and physical functional limitations (Baloh et al., 1995, 
Buchman et al., 2007, Camicioli et al., 1999, Rosano et al., 2005, van Hoof and Kort, 2009). 
 
The study findings demonstrated that family members rarely provided assistance with ADLs such as 
washing or dressing, but did conduct some IADL caring tasks for their relative such as shopping, 
housework, and preparing food. Generally, family members arranged for formal carers to assist 
relatives with the more intimate ADLs. They felt that formal services provided essential assistance, 
which helped families in turn to help their relative for longer; this finding supports previous research 
(Gaugler et al., 2000, Jarrott et al., 2005, Soldo and Manton, 1985). Further, families sought out 
mobility-related devices but rarely sought out ATs to assist with IADL and ADL disabilities, with the 
exception of incontinence technologies. For example, it was found that preparing food (an IADL) was 
commonly the first activity with which people with dementia had impaired performance when living 
at home. Instead of employing formal carers to prepare food, families could have taken the 
opportunity to trial ATs or to make environmental adaptations to help their relative to prepare their 
own food. Technologies such as: a glass-fronted refrigerator; a kettle on a swing base; a universal 
opener for cans and bottles; a kitchen door way-finding sign; or a calendar alarm for mealtimes may 
have been effective. However, families and people with dementia were usually unaware such 




10.2: Use of ATs for ADL disability 
Overall, case study findings showed that AT use in community settings was generally low, with the 
exception of mobility-related technologies such as walking sticks, wheelchairs and frames, and 
telecare pendant alarms for safety and communication. More ATs were used in care home settings, 
but again many supported immobility rather than ADL disability specifically. The ELSA results 
demonstrated that people with dementia were certainly users of mobility-related ATs. Dementia-
specific ATs such as orientation signs, flood detectors, or brightly-coloured versions of technologies 
were not used at home. The results supported previous work suggesting that AT use was influenced 
by more than just the appropriateness of a device, but also by personal factors associated with the 
potential user, his or her environment, and factors relating to the intervention (Sixsmith, 2006, 
Wessels et al., 2003). The barriers to AT use, factors encouraging their use, and issues with the 
maintenance of use are presented in the following sub-sections. 
 
10.2.1: Barriers that prevented use of ATs  
This study’s findings suggested three main barriers to AT use: the inability of people with dementia 
to perceive their need for an AT; their reluctance to use it because it made them appear ‘old’; and 
lack of knowledge about potential ATs they could trial. First, people with dementia were often 
reluctant or refused to use a technology if they were unable to perceive a need for it. This finding 
supports previous research (Gibson et al., 2015). Even if an informal carer perceived that an AT could 
assist their relative with dementia, they remained person-centred and focused on their relative’s 
wishes as much as possible. Family members rarely insisted that their relative use an AT unless they 
perceived it as an absolutely necessity for their safety. This is why mobility-related ATs and telecare 
alarms for safety were most commonly used by the people with dementia.  
 
Second, informal carers reported that reluctance to use ATs appeared to be linked to their relative 
with dementia’s perception that using a device would make them appear ‘old’. Decorated, ‘pretty’ 
walking sticks were often preferred by people with dementia to help them feel that they did not 
‘look old’. Certainly, aesthetics of a technology can play an important part in encouraging its use 
(Gibson et al., 2014). Furthermore, appearance seems to be as important to the people with 
dementia as it is to cognitively-healthy older adults (Courtney et al., 2007, Häggblom-Kronlöf and 
Sonn, 2007, Hoenig et al., 2003, Nygård, 2008, Skymne et al., 2012, Verbrugge et al., 1997). Both 
these first and second barriers show that user acceptance is critical for the adoption of new 




The third barrier to AT use was a lack of knowledge, of the person with dementia or family member, 
about what devices were available to help with ADLs. Mobility-related technologies are visible in 
society and are well-prescribed in health and social care settings. However, family members and 
keyworkers were unaware of less well-known ATs that may have helped the person with dementia. 
This was particularly evident when discussing potential use of grooming and eating ATs, such as 
larger-handled, angled, or brightly-coloured devices. Family members in this study were not often in 
contact with an OT, social worker, or other health or social care professional that may have been 
able to provide appropriate ATs, or at least information on them. Edlund and Björklund (2011) also 
found that access to relevant information about available ATs was an important barrier to use. In 
this study, most ATs used by people with dementia were largely obtained via private means: either 
they were already owned by the family or were purchased from private companies such as mobility 
shops and catalogues. Generally, families bought items from mobility shops or catalogues because 
they were unaware that social care services could provide ATs; consequently, understanding and 
awareness of what was available was limited among the informal carers. Many family members in 
this study did not use the World Wide Web, so were unable to access information about ATs there. 
The findings support previous research that often users or family members have to educate 
themselves about what is available and pay for technologies privately, largely due to the absence of 
formal services (Clough et al., 2007, Gibson et al., 2015, Jensen et al., 2009). 
 
10.2.2: Factors encouraging AT use 
The barriers to AT use were described above. The findings also suggested three factors that acted as 
external or internal stimuli to promote AT use among people with dementia (Sarafino, 2006). These 
stimuli were: the persuasion of expert others; if ATs were prescribed by formal care services; and if 
the AT made a person feel safe and secure. 
 
First, people with dementia who lived at home were more likely to use an AT if it had been 
suggested or encouraged by a health or social care professional. As the people with dementia 
sometimes lacked insight into their difficulties, the role of experts was important in influencing use. 
Many informal carers reported that their relative would not refuse to use an AT if asked to do so by 
a professional. Previous literature found that experts were important in influencing AT use among 
older adults without cognitive impairment (Skymne et al., 2012). This research indicates that this is 




A second key factor influencing AT use was contact with formal social care services. Although lack of 
awareness of ATs available by such services was a salient barrier to AT use as indicated in sub-
section 10.2.1 above, the findings also demonstrated that formal services were an important source 
of ATs (Cahill et al., 2007, Molin et al., 2007). This was particularly so for complex or sophisticated 
items, such as stand-aid hoists. Some individuals had free or loaned items from healthcare services 
such as continence pads, hospital beds, and walking frames. It was evident, however, that all had to 
’push’ to get what they wanted. The two informal carers who had professional experience of 
healthcare felt empowered to assess their need for ATs and request them from formal services; 
supporting previous research (Edlund and Björklund, 2011, Jensen et al., 2009). However, in this 
study, usually only telecare alarms and some mobility-related ATs were sourced from social care 
services. Yet, social care services have a responsibility to provide access to appropriate ATs to those 
in need (Cahill et al., 2007, Molin et al., 2007). 
 
Mobility-related and telecare technologies were the most commonly-used devices by people with 
dementia when they lived at home. This suggested that a third factor in encouraging AT use was if 
the device was to be used for safety reasons. This was also found by Skymne et al. (2012) in their 
research with cognitively-healthy older adults, although they focused on memory-supporting 
reminder technology. 
 
10.2.3: Maintaining AT use: a supplement to, not substitute for, human assistance 
There were two key issues concerning the maintenance of AT use, even once a person with 
dementia was willing to trial it. The first was that people struggled to learn how to use devices that 
required active rather than passive use. The second was that AT use was always temporary, until the 
person’s dementia or other co-morbid conditions progressed, and the device was no longer suitable. 
Overall, it was perceived that in both community and care home locations, ATs were rarely used by 
the person with dementia alone, and were not a substitute for human carers. 
 
The first issue of maintained use was that the people with dementia often struggled to learn how to 
use an AT, or even to remember that it was present. Even on ‘good days’ compared to ‘bad days’ 
with respect to lucidity (a common rhetoric among the carer interviewees), people with dementia 
required considerable human assistance to use ATs. Technologies that did not necessitate learning 
(that is, only required passive use), or looked familiar, were more readily adopted. Indeed, the 
findings suggested that ATs designed to reflect technologies that residents may have used in the 
past were considered to be more user-friendly. These findings support previous work that shows 
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that technologies should be familiar, or introduced to a person when they are in the early stage of 
dementia who may be more able to learn (Cahill et al., 2007). It is stressed that this finding does not 
imply that people with dementia are unable to learn anything (Gibson et al., 2015, Span et al., 2013).  
 
Second, if a person with dementia used an AT it often only contributed to their life for a short period 
until they became too physically or cognitively impaired to continue using it. Each person was 
monitored by informal and formal carers for changes in their needs and abilities (Pew and Van 
Hemel, 2004) so that appropriate alterations could be made to the care plan for the presence of ATs. 
However, there were missed opportunities for people with dementia to use ATs for certain ADLs. For 
example, when in the care homes the residents with dementia in this study rarely used dressing ATs, 
and instead received physical assistance from formal carers. Yet, devices such as long-handled 
dressing grabbers and elasticated shoelaces may have reduced the need for carers. 
 
The findings demonstrated that although some ATs were being used in the community and in care 
homes to assist with some ADLs, ATs were rarely used to encourage a person with dementia to 
perform an ADL on their own. The exception to this was the sporadic use of ATs for eating in the care 
homes. More commonly, ATs that were used for the ADL disability of people with dementia acted as 
a supplement to, but not a substitute for, human assistance. This supports previous research 
findings on both cognitively-healthy older adults and on dementia populations (Agree et al., 2005, 
Agree and Freedman, 2000, Allen et al., 2001). Figure 3 in section 4.5, Chapter 4 presented four 
factors that could affect the potentiality of an AT to supplement or substitute carers (Agree and 
Freedman, 2000). The findings of this research found support for all four factors which meant that 
complete substitution of a carer for an AT was difficult. First and most salient were the 
characteristics of the older person, and the cognitive and physical impairments they had. For 
example, many were unable to learn to use an AT owing to poor short-term memory and inability to 
follow instructions. Second, an ADL was sometimes too demanding or crucial for the person to 
perform without a carer, or to rely on technology alone. For example, although various ATs to assist 
with washing existed in the care home, maintaining skin integrity was too important for keyworkers 
to not monitor performance and not to be involved. Third, sometimes the characteristics of carers or 
the caring situation hindered the potential for AT substitution. For example, many families had 
limited access to information about suitable ATs, or care home policies meant that staff had to be 
present during some activities. Fourth, the characteristics of the device were perceived to thwart 
substitution. For example, devices that were complex, required active use, or were not dementia-




This is not to suggest that ATs had no useful role in dementia care. They were perceived by both 
informal and formal carers to supplement human caring and helped to: maintain meaningful and 
quality interaction with the person with dementia; minimise risk and injury for both the care-
recipient and themselves; and delay further functional decline (Agree et al., 2005, Department of 
Health, 2009, Edlund and Björklund, 2011, Horgas and Abowd, 2004, Löfqvist et al., 2005, Mihailidis 
et al., 2004a). Nevertheless, informal carers felt that ATs could not completely substitute for human 
assistance. This study did not support previous research indicating that families consider ATs 
essential to dementia care (Bharucha et al., 2009, Edlund and Björklund, 2011). Family members also 
worried about the ethical use of an AT; whether its presence would prevent their relative from 
having social contact if it resulted in a reduced perceived need for human care. This supported 
previous research whereby physically-frail older adults were wary of the risk of social isolation 
through the use of ATs (Skymne et al., 2012). Overall, these findings highlight the importance of 
carers’ perceptions towards ATs when attempting to promote AT use among people with dementia. 
 
10.3: Institutionalisation decisions rarely regarded the presence of ATs 
It is perceived that the provision of human and technological assistance for ADLs can reduce at least 
some of the underlying disability a person experiences (Agree and Freedman, 2003). It is also 
thought that such provision may delay, at least for a time, the person’s relocation from community 
to care home (Verbrugge and Sevak, 2002). Given that there will always be some residual ADL 
disability even with assistance (Agree and Freedman, 2003), a care home relocation may be 
inevitable for some. In this study, it was felt that investigating decisions about institutionalisation, 
and the possible contributory role of a person’s AT use to that decision, would increase 
understanding of the role of technologies in a person with dementia’s life. In this section, first the 
key findings are presented on the background to a relocation decision, including the triggers and 
who the decision-makers were. Second, the extent to which findings supported a decision-making 
model for the institutionalisation of people with dementia (Caron et al., 2006) is discussed. 
 
10.3.1: Triggers for institutionalisation and the decision-makers 
Informal carer interviewees recalled that the institutionalisation decision was related to either 
becoming lost when outside or a fall. Therefore, disorientation and immobility were the cognitive 
and physical functional limitations that largely triggered institutionalisation among the research 
participants. No person with dementia in this study used a tracking technology when outside to aid 
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their disorientation. Falls occurred even among people who used mobility-related ATs; thus, their 
residual disability could be related to the cause of falls (Agree and Freedman, 2003). Once getting 
lost and falling occurred, ensuring the person’s safety through 24-hour supervision was paramount 
for the decision-makers.  
 
Informal carers reported that the decision-makers for institutionalisation were either the family 
members themselves, often considered by people with dementia to be the preferred decision-maker 
(Menne et al., 2008), or health or social care professionals. However, even if the final decision to 
move rested with the family it was very often instigated by the professional, which resulted in 
conflict with some informal carers (Burke, 2010, Dellasega and Nolan, 1997, St-Amant et al., 2012). 
Generally, the people with dementia rarely contributed towards the discussion regarding where to 
live, at the time the decision was made. Case B was the sole exception; she decided that she needed 
to relocate and started a discussion with her family. Informal carers more commonly reported that 
their relatives did not feel they needed to move, and this was because they lacked insight into their 
underlying and residual ADL disability (Corcoran and Gitlin, 1991). The people with dementia were 
reported by informal carers to verbalise their reasons for wanting to remain living at home. Their 
reasons were similar to those found in previous research: their wish to live in comfort, privacy and 
security (Hagen et al., 2004); to preserve their sense of autonomy (Aminzadeh et al., 2010); and their 
concerns about safety and mortality in care home settings (Drame et al., 2011). 
 
Yet, the findings also supported previous research that some of the people with dementia’s concept 
of ‘home’ became less important to them (Dyck et al., 2005). Many of the participants with 
dementia had already relocated to supportive housing more suited to their ADL needs, such as 
bungalows, one-level flats, and warden-supervised locations. Research suggests that they may have 
had less emotional connection to their new location, compared to people who had remained living 
in their family home (Lawton, 1982). Every individual’s house gradually became unable to support 
their increasing needs without the presence of environmental adaptations, human, or technological 
assistance. However, informal carers perceived that the addition of new ATs to the home at the time 
of the relocation decision would not have prevented or delayed the decision from being made 
(Aminzadeh et al., 2010, Lawton, 1982). 
 
10.3.2: Factors considered in decision-making 
The data in the case studies supported the four main components of Caron et al.’s (2006) model on 
decision-making for the institutionalisation of people with dementia (Figure 6 in sub-section 5.5.3, 
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Chapter 5). These components were: the person with dementia’s disability and capacity to make a 
decision; informal carer characteristics including their perceptions of their capacity to provide care 
and their relationships with other family members; the influence of healthcare professionals; and 
other contextual factors including formal support. Each is discussed below. 
 
First, characteristics of the people with dementia were extremely important in contributing to the 
relocation decision. Supporting findings from other previous literature, informal carers certainly took 
the functional limitations, ADL disability, and safety of the person with dementia into account (Krull, 
2013, Menne et al., 2008). Difficulty performing ADLs was noted by families to be a stronger 
influencer on the decision than the person’s cognitive impairment alone, again supporting previous 
work (Horgas and Abowd, 2004, Juva et al., 1997, Wherton and Monk, 2008, Young, 2009). However, 
the potentiality of currently-used or potential ATs in the person’s life as delaying institutionalisation 
were not specifically considered by informal carers when making the decision. Rather, if the trigger 
for a decision was a fall, any mobility-related devices in use were often then considered to be 
inadequate for delaying institutionalisation. Thus, the person’s residual disability, that is, the 
disability they experienced even with human and technological assistance, was considered as 
contributing to the relocation decision. 
 
Second, the findings showed that, after the trigger incident, informal carers needed to weigh up 
whether they themselves could provide increased support and ensure their relative’s safety if they 
remained at home. This echoed findings of previous research (Boger et al., 2006, Habermann et al., 
2009, Mihailidis et al., 2008). The contribution of informal carer characteristics to the decision was 
also evidenced when family members were keen to justify, unprompted, to the researcher during 
their interview why it would have been inappropriate to have their relative live in their home; either 
due to its location, their work, or other family commitments. However, informal carers did not cite 
their own stress or emotions as influencing the relocation decision, and so previous research cannot 
be supported (de Vugt et al., 2005, Gaugler et al., 2009b, Gaugler et al., 2000). The only spousal 
informal carer who was interviewed did speak the most strongly and passionately compared to the 
other family member interviewees about trying to keep her husband at home for as long as possible, 
replicating previous research on spousal and non-spousal carers’ concerns (de Vugt et al., 2005). It 
should be stressed that no family member truly desired to institutionalise their relative, so previous 
research on desire to institutionalise cannot be fully supported (Gaugler et al., 2009b, Luppa et al., 
2008). The role of other family members was somewhat important. Informal carer interviewees 
stressed how important it was that their siblings (if there were any) agreed with the decision. It was 
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not observed that the existence of a greater number of (adult) children delayed institutionalisation, 
and so support for previous literature cannot be made (Drame et al., 2011, Grundy and Jitlal, 2007). 
 
Third, the opinions and influence of healthcare professionals were important both to the use of ATs 
as described above in sub-section 10.2.2, but also to trigger informal carers to consider 
institutionalisation. In fact, family members did not consider the relocation of care until the topic 
was introduced by professionals. This somewhat mirrored the behaviour of the people with 
dementia who would only uptake ATs once encouraged to by a health or social care professional. 
The presence and opinions of professionals removed some family members’ feelings of guilt when 
decision-making. 
 
Fourth, some contextual factors were salient. The spousal informal carer made her decision in part 
because she felt she could not rely on two formal carers to visit her house at the same time to 
operate the stand-aid hoist with her husband. Indeed, punctuality of formal carers can be more 
important than their manner with the care-recipient to some informal carers when judging the 
quality of care (Graessel et al., 2011). A second contextual factor was the care home waiting list, 
which restricted access and affected the timing of the relocation (St-Amant et al., 2012). 
 
In conclusion, many complex factors were considered by the decision-makers after a potential 
trigger. Overall however, it appeared that ATs used for ADLs or immobility were not considered to 
delay a relocation of care. They could not reduce a person’s residual disability to the extent that 
their care was manageable in the community (Verbrugge and Sevak, 2002). The exception was Case 
D, whom D1 perceived would have had to leave her house sooner than she did had she not had a 
downstairs bathroom installed. In fact, Case C’s increased mobility difficulties and C1’s refusal to 
accept a stand-aid hoist actually accelerated the decision to institutionalise. 
 
Although it had been difficult to make the decision, after it was made families felt relieved rather 
than burdened or guilty as has been implied in previous literature (Wackerbarth, 1999). 
Furthermore, the relocation to the care home enabled some residents to once again participate in 
social activities (Gitlin, 2003, Golant, 2003). As long as these social activities matched their personal 
preferences, many residents enjoyed the companionship and enhanced quality of life in the care 




10.4: ‘Informal carers’ became ‘family members’ again post-institutionalisation 
Although previous literature suggested that informal carers would wish to, or feel the need to, carry 
on their carer roles once their relative relocated to a care home (Gaugler, 2005, Gaugler et al., 2004, 
Schulz et al., 2004), this was not found in this study. Generally, most family members did not 
perform ADLs for their relative when they lived at home, and this was even less so once they resided 
in a care home. Informal carers stated that this was not only because they did not feel it was their 
job to provide ADL assistance in the care home, but also because they were afraid of harming their 
relative due to their increased frailty. Some did provide help with eating and mobilising to the toilet 
in the care home, and assistance with dressing was given by a few family members if they arrived to 
take their relative out and their relative was not ready. Indeed, most family members’ contact with 
residents consisted of social activities, such as day trips, chatting, mobilising around the care home’s 
garden, or the care home’s structured activities. Informal carers enjoyed being with their relative 
again without having to perform caring tasks for them. However, this largely meant that family 
member interviewees had limited knowledge of the ATs their relative used in the care home. 
Nevertheless, they felt positively about the presence of technologies, particularly the stand-aid 
hoists and slide-sheets. They recognised that such ATs provided safety for residents and formal 
carers. 
 
Families’ limited knowledge of their relative’s ADL disability and associated AT use in the care home 
was low because staff rarely discussed devices with them. Only when there was a legal obligation to 
communicate about particular technologies, such as during completion of a Bed-Rail Consent Form, 
did discussions between keyworkers and families occur. There were some informal conversations 
with family members, particularly for continence pads or the use of the stand-aid hoist, but staff 
indicated no requirement to report to family members about these. In general, family members 
were satisfied with the care provided at the care home, and the communication they did have with 
staff helped them to feel less stressed (Gaugler et al., 2009a). Overall, family members were not 
averse to the use of ATs with their relative, particularly if they were for safety. It appears that safety 
was more of a concern for informal and formal carers than the ability of technologies to enable a 
person with dementia to perform an ADL alone and thus promote their sense of independence. This 
is contrary to previous research that demonstrated that family carers can be against the use of 
technologies for people with dementia if they perceive that AT use will reduce their relative’s 




10.5: Use of ATs in care homes promoted person-centred care 
Keyworkers reported that the experiences and advice of family members concerning their relative 
was essential for planning appropriate, quality caring in the care homes. This supports previous 
research that suggested that care home staff involve families in advising and creating care plans, as 
they generally have greater understanding of their relative’s life history, wants, needs, and interests 
(Burke, 2010). As such, the staff were able to support the resident with person-centred caring 
(Vittoria, 1998). Formal carers advised that they also remained person-centred and aware of the 
resident’s history when attempting to trial a new AT with a resident with dementia. For example, 
staff were advised by the family to tell Case O that she was ‘going for a swim’ when about to enter 
the mechanical bath, because she was afraid of the hoist. Indeed, because the bath-hoist induced 
anxiety, they commonly opted to give her bed baths using the dry-wipe technologies instead. The 
choice to trial or use ATs in care homes was also linked to promoting or maintaining a person’s sense 
of independence; this was most clearly evident in the uptake of eating ATs, such as plate rims and 
double-handled cups. By choosing to trial ATs for eating, staff aimed to retain dignity where possible, 
and not ascribe the residents to a ‘sick role’ label which may have resulted in further functional 
decline (Beck et al., 1997, Faulkner, 2001, Foy and Mitchell, 1991). Overall, keyworkers perceived 
that the use of ATs was an essential component of some ADL tasks that they assisted the resident 
with, particularly for toileting, and moving and handling activities for mobility and transferring. 
 
However, ATs for grooming or dressing were not used in the care homes, except for one resident 
who used a long-handled shoehorn and slide-sheets to move bed-bound residents. It was evident 
that the surrounding attitudinal environment of the care home had a major influence on the 
presence and use of ATs. Staff closely observed and assisted residents with ADLs and other tasks, 
and identified opportunities for AT use. Yet, they also indicated both that the residents were using 
all the ATs they could, and that obtaining and trialling ATs required protracted procedures that were 
not always worth the effort. Thus, the care home environment was both barrier and facilitator when 
negotiating AT use in the lives of people with dementia. It is speculated whether, for some ADLs, 
restricted access to ATs enforced further dependence on the human carers (Woods, 1999). 
 
10.6: Study strengths 
This study addresses the multiple knowledge gaps identified through the scoping review of literature 
described in Chapters 3, 4, and 5 of this thesis. Four main strengths of this study are presented 
below. First, the mixed-methods study design contributed towards knowledge of AT use in 
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community and care home settings; out of the laboratory and into real-world contexts. Second, the 
findings of this study highlighted the importance for researchers to outline specific task difficulties 
within the performance of ADLs by people with dementia. Without these specifics, useful and 
meaningful knowledge cannot be elicited. The third strength was that the study gave voice to 
informal and formal carers’ perceptions of the roles ATs for ADLs and immobility had in quality 
dementia care. Fourth, the findings challenged policy assumptions that ATs are currently and 
commonly used by and with people with dementia for ADLs; that they are seen by people with 
dementia and their carers as important for care. 
 
10.6.1: Research on ATs moved out of the laboratory 
This study brought together three types of data from four sources: quantitative data from the ELSA 
dataset; care record data, and interview data from informal and formal carers. This enabled the 
analysis on use of mobility-related ATs among people with poor cognitive function in a nationally-
representative sample, and detailed accounts of the particulars of using ATs for ADLs and immobility 
among people with dementia. The results demonstrated that people with dementia and those of 
poor cognition are users of technologies. More importantly, it moved AT research out of the 
laboratory and into the exploration of the phenomena in its context, highlighting how difficult it can 
be for people with dementia to use the ATs that may help them (Fleming and Sum, 2014). 
 
10.6.2: Detailed accounts of ADL disability were captured 
The case study strategy allowed deeper insight into particular task difficulties within ADLs. For 
example, in Chapter 3 it was acknowledged that there was a knowledge gap concerning the specifics 
of ADL disability when only a broad description of ‘personal hygiene’ is used by researchers (for 
example, Gillioz et al., 2009). That is, much research failed to detail exactly what problems within 
personal hygiene people with dementia had. The design of this study enabled a more detailed 
understanding. For example, they showed that while washing and bathing required assistance in 
community settings, the grooming activities under ‘personal hygiene’ such as hair and dental care 
did not become impaired for the individuals with dementia until much later (and when they were 
living in their care home). Furthermore, within each of these tasks the main problems that were 
identified were remembering that the ADL was to be done (memory) and the contributing pain and 
physical weakness from co-morbidities. Difficulties with sequencing of tasks were, again, 
demonstrated much later in a person’s life. This example attempts to demonstrate that researchers 
should specify the tasks within ADL disability. Without this, meaningful and useful results could not 




10.6.3: Carers’ perceptions of ATs were identified 
A third strength was that the experiences and perceptions of family members and keyworkers, the 
people who actively cared for and likely had the most human contact with the participants with 
dementia, were allowed to emerge. It was outlined in Chapters 4 and 5 that the perceptions of 
informal and formal carers were missing from AT research. The findings demonstrated that although 
overall such individuals felt that ATs were a positive presence in the lives of people with dementia, 
this was less so when they thought about the experience of their relative or care home resident in 
particular. Results showed how ATs fit, or did not fit, into daily life and routine, and whether carers 
supported a technology’s presence in the life of the person with dementia. Data on ‘successes’ and 
satisfaction with devices for the crucial ADLs were grounded in lived family and professional 
experiences. These are important to capture if the promotion of ATs in dementia care in community 
and care home locations is to work, beyond the moving and handling devices that must be used 
under legislation. 
 
10.6.4: Study contribution to policy context 
This study focuses on identifying the ATs that are currently being used, and not used, in community 
and care home settings. This is especially important given the policy context discussed in Chapter 2, 
whereby ATs (although mostly telecare and telehealth devices) are already championed as cost-
effective and person-centred components of social care (Department of Health, 2012a, Department 
of Health, 2009). These policies are underpinned by assumptions that stakeholders and the public 
are on board with AT use, that health and social care professionals promote ATs, and that devices 
can be beneficial for all if only they choose to use them. The findings of this study challenges these 
assumptions given that minimal use of ATs for ADLs amongst the people with dementia who 
participated were found. Moreover, the findings highlight the difficulties those with dementia and 
their informal carers face when trying to obtain information about ATs through adult social care 
services. Thus, this study highlights that a key aim of governmental policies and campaigns for 
technologies to be used to provide meaningful social care, such as the Prime Minister’s Challenge on 
Dementia 2015-2020 (Department of Health, 2015), may not yet be met. 
 
However, the policy context is constantly undergoing change. Since data were collected for this 
study, there has been movement towards an integrated health and social care model throughout 
England. This is in response to an ageing population with often co-morbid and complex needs 
including dementia, requiring simultaneous assistance from both health and social care services 
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(Alzheimer's Society, 2014b, Bate, 2017). Currently, organisational boundaries can cause 
unnecessary difficulties because of duplicated assessments, support gaps, a lack of a lead 
professional, and delays in care due to funding disputes (Alzheimer's Society, 2014b). The future aim 
is to create a system whereby the different care providers are integrated, and improve the quality of 
care (Alzheimer's Society, 2014b). This integration model is rooted in NHS England’s Five Year 
Forward View for the period 2016-2021 (NHS England, 2014). National aims include improving care 
quality and saving money by preventing emergency hospital admissions (Bate, 2017). Local aims 
specific to people with dementia mirror the Prime Minister’s Challenge on Dementia 2015-2020 
(Department of Health, 2015) and include a two-thirds diagnosis rate for dementia and improved 
post-diagnostic support. The Better Care Fund, launched in April 2015, is the primary funding 
mechanism for the integrated model by requiring local health bodies and LAs in each area to pool 
funding and produce plans for joining services. New models of care are currently being piloted in 50 
vanguard sites with expected outcomes of £900 million in savings by 2020 and improved patient 
outcomes (National Audit Office, 2017). 
 
A recent report by the National Audit Office (2017) indicated that integration was slower than 
expected, and the Better Care Fund had not demonstrated value for money in terms of savings made 
or national patient benefits. At local level, there were improvements in the proportion of older 
people who remained at home following hospital discharge. The Government’s Spending Review 
published in 2015 had set the expectation for health and social care to be integrated by the year 
2020 (HM Treasury, 2015); however, the recent National Audit Office (2017) report stated that this 
was now in doubt. Governmental documents on integration acknowledge the role of telecare and 
telehealth to enable faster communication and personalised care, and guidance exists for 
commissioners on these technologies (NHS Commissioning Assembly, 2015). Assistive Technologies 
are not new, and yet in this study limited use and satisfaction with devices, even telecare, was 
identified. This highlights more work to be done in the research, policy, and social care fields. 
 
10.7: Study limitations 
This section addresses six limitations that potentially affected the study fieldwork, quality of the 
findings, or ability to explore the research questions. They are presented in chronological order as 
they arose throughout the project: communication with the care home staff prior to recruiting 
participants; the procedure to liaise with family members who acted as a Personal Consultee (PC); 
reliability of care record data; observations during data collection about appropriate language 
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concerning ATs; the representativeness of the study participants; and the subjectivity of case study 
strategies. Although these potential limitations are valid and may have affected the conduct, 
effectiveness, or outcomes of the study, all were addressed by the researcher in an ethical and 
appropriate manner as each situation permitted. 
 
10.7.1: Care home staff and the Data Protection Act (1998) 
The first issue was that the care home employees were apprehensive about how the researcher and 
the study design would comply with the DPA (UK Parliament, 1998). The care home staff 
administrators and managers had completed training on data protection and confidentiality, but had 
no knowledge of Section 33 of the DPA which relates to the conduct of research (UK Parliament, 
1998). Lack of knowledge about Section 33 meant that staff were reluctant to share information 
necessary for the project including: the names of residents with a clinical diagnosis of dementia, 
their family members’ names, and contact information. The staff feared that providing such 
information would contravene the guidelines of the DPA. 
 
The researcher consulted both Section 33 of the DPA and the Freedom Of Information Act (2000) 
(UK Parliament, 2000) to advise care home managers and staff that the study was legal and ethical. 
Under the guidelines, personal data may be gathered from ‘third party’ sources for the purposes of 
research where the data is not publicly available, and when the personal data are to be held only to 
enable the study to be conducted and not to inform the findings. For example, names would only be 
taken in order to facilitate communication between the researcher, resident with dementia, and 
their informal and formal carers. Therefore, such personal data were not to be treated as 
‘processed’ under the DPA. Furthermore, the information was not to be used to support measures 
or decisions with respect to particular individuals, and unlikely to cause substantial damage or 
distress to the research participant. Finally, as the DPA and ethical obligations require researchers to 
be open about how they handle personal data, the information letter sent to potential participants 
would inform them that the research team would not keep their address (and would only view it at 
the care home in order to address envelopes), and that other personal information such as names 
and telephone numbers would not be held in the same location as their research data (so that a 
match could not be made between who they were and what they had said). Moreover, any 
information held about them would be locked in a filing cabinet and destroyed after seven years. To 
reiterate, the participant’s personal data such as their name, address, and telephone number were 





However, despite making staff aware of this, they remained unsure and reluctant to provide the 
necessary information for the research. Instead, care home administrators addressed the envelopes 
themselves. As a result, the researcher did not know who and how many people had been contacted 
until replies from such individuals were received, and did not even know how many residents with 
dementia were in each care home until the administrators later provided a list of names for the 
capacity-to-consent assessments. This caused a potential study limitation, because it was not known 
whether care home staff provided a complete list of all eligible residents, or whether some selection 
occurred. This led to three potential sources of bias. First, administrators may have decided that 
some families would not want to participate, so may not have posted the study information to them. 
Second, family members who contacted the care home office to discuss the study may have been 
given inaccurate information of the study from the administrators or managers. Thus, they may have 
decided to opt out of the project based on incorrect information. Third, some families received the 
PC letter and telephoned the care home to indicate that their relative would not want to participate 
in the study had they the capacity-to-consent. However, it is possible that these family members had 
only intended to inform the administrators or managers that they did not want to be a PC, rather 
than they were acting as a PC for their relative. Then, these messages could have been incorrectly 
interpreted and reported back to the researcher. That is, the message was supposed to be for the 
researcher to identify and approach a different PC for their relative, not that the resident with 
dementia was to be excluded completely. If a list of eligible residents and contact details of family 
members had been made available to the researcher at the beginning of fieldwork, it would have 
simplified the process and reduced these potential sources of bias. 
 
Finally, it should be noted that the care home charity was unusual in that it had an investment in 
dementia research and ensured all staff were taking qualifications in dementia-specific care. The 
organisation also part-funded the project and provided gatekeeper access to its four care homes. 
Some past members of the charity had also historically been involved with the researcher’s 
academic department. The organisation also moved away from care home management to focus on 
community care during the final write-up phase of this study. As such, when an executive report of 
this study was presented to the board, recommendations had to be adapted for community rather 




10.7.2: Personal Consultee procedure 
The second potential study limitation was that the PC consultation process was arduous and 
confusing for family members, even with both written and verbal explanations. As was indicated in 
sub-section 10.7.1 above concerning potential administrator bias, there was the potential that some 
family members answered ‘No’ on the Personal Consultee Form or in telephone liaison with the care 
home administrators but did not in fact mean that their relative would not want to participate, 
rather that they did not want to act as a PC. Although the PC process advised by the MCA (UK 
Parliament, 2005) both protects vulnerable adults and enables them to participate in research, it 
was possible that more potential participants with dementia dropped out of the study than would 
otherwise have been the case had the family liaison process been simpler. 
 
10.7.3: Reliability of care record data 
As indicated in Chapter 8, there were multiple inconsistencies between and within the care records, 
the informal carer interviews, and the keyworker interviews. For example, a care record may have 
been out of date, and some informal carers had limited knowledge of the ATs used by their relative 
in the care home. These may have limited the reliability of the data and affected the researcher’s 
understanding of how people with dementia actually experience ADL disability and associated AT 
use. Observations of residents with dementia may have provided the most accurate data on AT used 
for ADLs in care homes; however, due to the extreme personal nature of the activities this would 
have been very intrusive and may not have gained ethical approval. Furthermore, this project 
focused on informal and formal carers’ perceptions of the role of AT for daily dementia care rather 
than observing users in action. It was felt that the amalgamation of the three qualitative data 
sources (care records and two key informant interviews) enabled the most accurate and 
representative picture possible. 
 
10.7.4: Accessible language when discussing ATs 
A fourth potential limitation was the observation that certain terms used to refer to ATs or other 
important concepts sometimes presented barriers for potential participants to understand the 
project or the research process. For example, during capacity-to-consent assessments residents with 
dementia were not always familiar with the term ‘care record’. Although the Resident Information 
Sheet had a colourful picture of a file binder to help illustrate the meaning of ‘care record’, it was 
only during one capacity-to-consent assessment which was observed by a keyworker that the 
researcher was advised to say ‘your big blue book’. From then on, the researcher was able to use 




Interviewees also struggled to understand the term ‘Assistive Technology’ and to what it referred. 
From then on, other words and phrases were used by the researcher to facilitate understanding, 
such as: ‘devices’, ‘technology’, ‘gadgets’, or simply ‘things’. This experience has implications for the 
language used in AT research when engaging with participants. Academics, health and social care 
professionals, and AT companies may need to reconsider the terminology commonly used. 
 
10.7.5: Representativeness of participants 
The fifth potential limitation concerns the representativeness of participants. Two issues are 
addressed here; that only one spousal informal carer was interviewed, and that people with 
dementia were not interviewed. 
 
First, most of the informal carer interviewees were adult children, and only one spouse and one 
niece-in-law were interviewed. That the views of spouses and other family members were not 
‘represented’ may have been a potential limitation in this study. However, the aim of the case study 
strategy was not to obtain a representative sample of informal carers (Yin, 2003a), such as an equal 
number of adult children and spouses. Rather, the aim was to purposively select care home 
residents of interest to form case studies for comparison (Stake, 2000, Yin, 2003a). Certainly, it was 
hoped following the pilot study that multiple spouses could be interviewed, as they would have 
been able to contribute different experiences and perspectives compared to adult children carers 
concerning community-based AT use and care home relocation decisions. Research discussed in 
Chapter 3 identified spouses as less likely than other types of informal carers to use formal care 
services because they would prefer to provide care without assistance (Pickard et al., 2000, 
Robinson et al., 2005a, Sussman and Regehr, 2009). Spouses are also less likely than adult children to 
institutionalise their partner with dementia as they would prefer to age-in-place at home together 
(de Vugt et al., 2005, Estes and Swan, 1992, Freedman, 1996). For the topics of interest in this study, 
spouses may have assisted with ADLs in different ways to other types of informal carers, such as by 
being more involved with continence care than adult children. Spousal carers may also have had 
different perceptions of the role of ATs in ADL assistance, or over- or under- estimated the benefits 
of devices compared to other informal carers. Indeed, Case C’s wife C1 indicated that the thought of 
using a stand-aid hoist at home was a factor in the institutionalisation decision, whereas the 
interviewed adult children did not report considering AT use. However, of the 10 residents who 
formed case studies in this study, only one had a living spouse. This spouse was the wife of the only 
participating male resident with dementia; the other nine were widowed females. This is to be 
264 
 
expected given the gender gap in life expectancy (Newman and Brach, 2001) and that unmarried 
(single, widowed, or divorced) people with dementia are more likely to be institutionalised (Luppa et 
al., 2008). Moreover, other work suggests that spousal carers of men with dementia are more able 
or willing to care for them at home for longer than spousal carers of women with dementia (Bartlett 
et al., 2016, Dorin et al., 2016, Forbes et al., 2008). Thus, the only available spouse was interviewed 
in this study. Nevertheless, it is recognised that this study’s findings related to informal carers are 
largely reflective of the perceptions of adult child carers. A future direction for research could focus 
on perceptions of ATs among spousal carers with a partner with dementia in care home.  
 
A second potential limitation on the representativeness of participants was that the voices of people 
with dementia were excluded. The study design captured the perceptions of informal and formal 
carers with respect to the role ATs may play in dementia care in community and care home 
locations. These carer perceptions were centralised around an individual with dementia, and 
included particularised, retrospective experiences. The aim was to follow the person with 
dementia’s experience with ATs in a time sequence: from life in the community, through the 
relocation transition, and to their life in the care home. The original design did not set out to exclude 
people with dementia in interviews per se, as vulnerability and lack of capacity are not reasons for 
excluding people with dementia as research participants (Iphofen, 2009). In Stage One of this study, 
direct communication with people with dementia was made during the capacity-to-consent 
assessments concerning the decision for their care record data to be mapped. Only one of 39 of 
these care home residents was assessed as possessing capacity-to-consent to this decision. Many of 
the remaining 38 were catatonic, bewildered, aggressive, or unable to follow the conversation 
during these assessments. Were these residents to participate in Stage Two in-depth interviews, 
they would have been subject to a second assessment to assess their capacity-to-consent. It cannot 
be stated that each resident would have definitely have been unable to be interviewed without 
having been subject to a capacity-to-consent assessment for this decision (UK Parliament, 2005). 
However, requiring potential participants with dementia to undertake another capacity-to-consent 
assessment and an interview was perceived by the researcher as potentially distressing for residents. 
Thus, carer perspectives were the chosen sources of data for Stage Two as the severity of the 
residents’ dementia at the time of contact may have made interviews difficult or even impossible. 
Furthermore, the exploration of informal and formal carer perceptions on ATs for ADLs was desired 
given that the scoping review of the literature demonstrated that their views have largely been 
excluded in AT research (Innes, 2009), even though they are often the gatekeepers for the use of 
such devices. Nevertheless, there is a corresponding discussion in section 10.9 below on future 
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directions arising from this study which highlights the potential for including the voices of people 
with dementia. 
 
10.7.6: Case study criticism 
A sixth potential limitation was that case studies have been criticised for being subjective and non-
generalisable to wider populations (Lincoln and Guba, 2000, Tellis, 1997). However, case studies are 
not intended to represent ‘the general’, but ‘the particular’ (Bergen and While, 2000, Schofield, 
2000, Stake, 2003). Multiple case studies do not ‘sample’ from the existing population, but select 
small numbers of individuals to focus on. Each case study is an attempt to portray a meaningful 
representation of what the key informants deemed to be true; more important to them than the 
objective ‘truth’ (Burns, 2000, Simons, 2009). Suggested recommendations for stakeholders are 
provided below. However, advice states that generalisations from case studies are largely at the 
discretion of the reader, and not the writer (Burns, 2000, Denscombe, 2010). 
 
10.8: Recommendations to stakeholders 
The following recommendations were shaped by the key findings. It was found that people with 
dementia rarely used ATs for ADLs, yet multiple devices were available for use at that time from LAs 
and private sources. Thus, there were barriers concerning the advertisement of these devices, the 
information provided on suitable technologies, or possibly the cost of these ATs and environmental 
modifications. It was felt that rather than designing more sophisticated technologies, focus should 
be on the process of getting information on currently-available technologies and the provision of 
suitable ATs to potential users and carers. The following recommendations are split into suggestions 
for social care providers and policy-makers, care home providers, and AT companies. Such 
organisations have a responsibility to promote awareness of available ATs for ADLs; assist people 
with dementia and their families to trial ATs they may find useful; and help formal carers and social 
workers provide this information to people with dementia and their informal carers. 
 
10.8.1: Social care providers and policy-makers 
The findings suggest that low use of ATs in community settings was related, at least in part, to a lack 
of knowledge of what was available. Revised, proactive policies for relevant social care services and 
professionals could fill this gap (Bossen et al., 2015). They should follow the joint working and multi-
disciplinary approach suggested by the Housing Learning and Improvement Network (Bonner and 




It is recommended that LAs, Clinical Commissioning Groups and other appropriate bodies revise the 
local procedures for OTs and other health and social care professionals to assess individuals’ need 
for ATs in their homes. This is because the provision of ATs should be early in order to increase 
acceptance and use by people with dementia.  
 
There is an opportunity for the bodies mentioned above to provide more free (or subsidised loans 
for) ATs or environmental adaptations to promote use in community settings. Furthermore, as the 
findings showed use of ATs over extended periods was limited, it is recommended that the 
prescribing professionals schedule follow-up visits to ensure and observe opportunities for 
alternative ATs (Gibson et al., 2015). 
 
It is also recommended that formal care services should train formal carers to be sensitive about the 
logistics of providing caring services to people with dementia. Attention should be given to 
understanding the importance of routine, ensuring clients eat food prepared for them, and be aware 
of language barriers and other communication problems. These may all hinder AT use. Similarly, it is 
suggested that formal carers be trained to identify opportunities for AT use to meet ADL needs when 
caring for people with dementia. Formal carers should feel empowered to suggest ATs to the care-
recipient and their family members. Indeed, since the data for this project were collected, Skills for 
Care and Development launched a project to develop a national learning strategy and skills set for 
the social care workforce around working with ATs (Technology to Care, 2014). The scheme is 
underpinned by the person-centred approach to care. However, the focus remained on telehealth, 
telecare, smart, and electronic devices rather than simple, stand-alone ATs. 
 
It is also suggested that statutory bodies deliver a public information campaign to promote the 
benefits and positive aspects of relocating to a care home. This could focus on the reduction of risk 
and maximised sense of independence within a safe environment. Sensitive language should be used 
to help informal carers understand that moving their relative to an institution does not mean that 
they have ‘failed their relative’. 
 
10.8.2: Care home providers 
Recommendations to care home providers may enable such organisations to strengthen their 
strategic development such as connecting with and supporting their local community. They may also 




The findings demonstrated that care home staff and families rarely discussed residents’ AT use, 
unless required to by law, for example when introducing bed-rails. Care home providers should 
promote an open line of communication between staff and families on decision-making with regards 
to changes in dementia care for ADLs and new use of ATs with a resident. This would help family 
members to feel involved in their relative’s dementia care, if they wished. 
 
It is recommended that care home managers keep up-to-date information on available ATs in 
accessible and public locations such as lounges, receptions, and staff rooms. Care homes should 
empower both staff and families to think creatively about each individual with dementia’s person-
centred care package, and to identify opportunities for AT use throughout their life. By creating a 
culture that promotes AT use, this may encourage residents, staff, and family members alike to be 
aware of, and feel able to, trial appropriate devices. 
 
The care homes in this study employed no dressing or grooming ATs with the residents with 
dementia, except for one individual who had a long-handled shoehorn. It is recommended that care 
homes trial the use of dressing and grooming ATs with residents with dementia, to promote the 
individual’s performance of these ADLs for as long as possible. 
 
Care homes have an opportunity to be a hub for their local community. They could host partnership 
events with other organisations, such as social services and AT companies, for people residing in the 
local community to view and learn about ATs that may be useful for anyone with ADL disability. 
 
10.8.3: Assistive Technology companies 
The findings showed that accessing useful ATs was a low priority for people with dementia and 
families in comparison to the need to access formal carers. Yet the lack of public knowledge about 
ATs available for ADLs, and particularly dementia-specific ATs, contributed to their lack of interest. 
Suggestions for AT companies are listed below. 
 
The first recommendation is to ensure widespread advertisement on ATs for ADLs, particularly 
dressing and eating aids, in community settings. Companies should consider how information on ATs 
may reach people who have no contact with a social worker, OT, or other care professional. Leaflet 
drops at suitable locations such as: community centres, libraries, churches, doctors’ surgeries, 




In addition to advertising to the general public, there are opportunities to provide more education to 
relevant health and social care professionals on accessible and appropriate ATs. Technology 
companies should target GPs, OTs, policy-makers, LAs, and formal care services to promote a wider 
variety of ATs that may be used in community and care home settings. 
 
Companies that make and distribute ATs can do this by hosting targeted information sessions in local 
settings such as care homes, sheltered housing, and community centres. These could be aimed at 
people with cognitive and physical impairments, families, and care home providers. These sessions 
could provide examples of devices and allow them to be trialled for a time by potential users. 
However, there may be a danger that these turn into aggressive marketing campaigns. 
 
Companies should endeavour to design more devices tailored for the particular needs of people with 
dementia, while allowing them to remain attractive and desirable to reduce the likelihood of 
resistance. They should explore this study’s finding that people with dementia may be more 
receptive to using technologies designed to look like those they may have used in the past. Most 
importantly, they should co-design with the experts: individuals with dementia. 
 
In summary, the recommendations may promote wider use of ATs for ADLs by people with 
dementia. However the findings demonstrated that some resistance towards AT use was attributed 
to fear of being seen as old and dependent. Until ATs are more accepted in society, their prevalence 
may remain low. Furthermore, it is not assumed that these recommendations will reduce barriers 
for all, as each individual’s experience of cognitive and physical impairments is unique. Therefore the 
ATs that are useful for one person may be unsuitable for another (Mann et al., 1993). 
 
10.9: Directions for future research 
This study included informal carers’ retrospective accounts of ADL performance and related AT use 
and the journey from residing in the community to a care home. Future work on this topic could 
have a prospective, longitudinal focus. That is, people diagnosed with dementia who currently live at 
home could be targeted and followed over time, in whichever locations they reside, to investigate 
how their disability and AT use changes. Meaningful understanding of ADL disability may be gained 
by viewing the person with dementia’s home environment, rather than relying on a description from 
the perspective of their informal carer, as occurred in this study. This may also ensure a more 
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accurate count and observation of ATs used, instead of relying on carers’ memories. Furthermore, 
any institutionalisation decision could be observed in real-time, though it is recognised that this may 
be inappropriate for such a sensitive experience. Continuing with a case study strategy will ensure 
the particulars of each individual’s story remain captured. The number and type of data collection 
methods could be widened to include: observation; interviews with people with dementia; data 
mapped from community-based care records; and field-notes on the ATs and environmental 
modifications used. The triangulation of these multiple, complementary sources of data evidence 
would increase the reliability of each case study (Tellis, 1997). Furthermore, the first-hand 
perceptions and experiences of people with dementia may provide a strong rationale for the 
stakeholders discussed above in section 10.8 to change their relevant policies and procedures. 
 
A future project could also focus on the role of relevant gatekeepers for providing ATs: shadowing 
social workers, OTs, and other social care professionals, including formal carers and charity case 
workers, to investigate how ATs for ADLs are prescribed and supplied. More work is needed on: the 
extent to which people with dementia and their family members are involved in the prescribing 
process; health and social care workers’ restrictions, financial or otherwise, on supplying ATs to 
people who require them; and for how long people who have received ATs are kept under the 
caseload of the professional to ensure maintained use of a device (Gibson et al., 2015).  
 
Although the language throughout this thesis and previously published research refers to the person 
with dementia using an AT, the findings showed that many ATs were rarely used by the person with 
dementia alone. Only mobility-related ATs such as walking sticks and walking frames were used 
without human assistance; devices for ADLs were used with a carer. This was particularly evident in 
care homes, with the exception of plate rims. Future research could explore who the user of an AT 
truly is and to whom its use brings the most benefit: the person with dementia and their increased 
sense of well-being; the family member who encourages its presence in their relative’s life and feels 
less stressed; or the formal carer whose time is saved. 
 
The findings indicated that ATs did not contribute to the triggers for institutionalisation, decisions for 
relocation, or ease of transition. Nonetheless, it is felt that more investigation is needed on this topic 
to fully explore whether ATs used at home could delay a relocation of care. However, survey and 
statistical research methods on such a complex topic do not necessarily allow in-depth reasons for 
institutionalisation to be identified, and experiences to emerge. Furthermore, the underlying 
methodological approach in this thesis is that every person with dementia is different. Therefore, 
270 
 
more particularised accounts of institutionalisation triggers and decisions are needed from informal 
carers and people with dementia themselves. 
 
Informal carers referred to care home fees during interviews and in informal conversations with the 
researcher. Some also mentioned the negotiations between the caring dyad as to which of the two 
would pay for a privately-purchased AT. For example, G1’s father used his Attendance Allowance to 
buy continence technology, whereas J1 and J2 paid for their mother’s non-slip shower mat 
themselves. As such comments were irrelevant for the study aim and research questions, these data 
were excluded from the analysis. However, cost is clearly a salient issue for families (Pollack, 2005). 
The interview transcripts may be analysed in the future, to explore discourse around paying for ATs. 
 
A final possible direction for future research relates not to the study findings but the methods. It was 
found during Stage One of data collection that care records held a plethora of documents and forms 
about each resident’s health and social care plan. It was necessary to create an organisational 
framework to enable clear presentation of the data. The organisational framework is presented in 
Chapter 8. In the future, this framework could be developed further as a data collection tool. This 
could prepare researchers who intend to map care records for the wealth of data within, structure 
their organisation of such information, and aid their analysis of contents. 
 
10.10: Chapter 10 summary 
This study provided an original contribution to knowledge concerning technological assistance for 
the ADL performance of people with dementia in community and care home settings. The 
contribution of multiple cognitive and physical impairments and functional limitations were explored 
to understand how ADL disability occurs in this population. It was determined that ATs were rarely 
used to assist ADL performance. Rather, the most commonly used ATs were for safety reasons, or to 
manage immobility. There were many barriers to device use in community settings, mainly because 
people with dementia could not perceive their need for one, or could not learn to use an unfamiliar 
technology. Indeed, AT use among the people with dementia was more common when used in 
conjunction with a human carer. Most of the ATs used by people with dementia in this study 
occurred in care home settings, and were used to supplement assistance from care home staff. 
These devices again overwhelmingly related to mobility limitations. However, according to the 
disablement process model which acted as the theoretical framework to this thesis, immobility is a 
key functional limitation as it underlies the performance of all ADLs (Nagi, 1965, Nagi, 1991, 
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Verbrugge and Jette, 1994). Thus, findings on preferences and barriers for mobility-related ATs were 
still useful. Recommendations and directions for future research based on the findings include: 
improving the fit and design of ATs to people with dementia; improving the availability and quality of 




In this chapter, I briefly outline my academic and personal story concerning my contact with people 
with dementia. I also acknowledge the inclusion of the self in qualitative analysis. 
  
History 
I have always been interested in older adults as a research population. My dissertation topic for an 
MSc Health Psychology degree concerned the exercise and physical activity motivations of adults 
aged 50 and older. The study had a mixed-methods design. A multiple regression analysis was 
conducted to investigate the predictive value of gender, age, co-morbidities, ADL difficulties, and 
body esteem on the physical activity undertaken by participants. Results showed that both being 
concerned about appearance and having a high number of co-morbidities was significantly 
associated with a person’s level of physical activity in the previous week. Data from nine focus 
groups were also analysed using a grounded theory approach to explore factors influencing 
motivations to exercise (Hardy and Grogan, 2009). Results again highlighted the importance to older 
adults of maintaining good appearance and preventing health decline as key motivations for physical 
activity. This supports some findings in this thesis, whereby people with dementia were concerned 
that using ATs would make them look ‘old’. 
 
Having gained the MSc, I then worked as a Research Assistant in the Centre for Ageing and Mental 
Health at Staffordshire University. Both there, and during some independent research work, I 
learned more about dementia through particular projects: evaluation of a Dementia Support Worker 
service, research on memory clinics, and evaluation of a befriending service for people with 
dementia. At this point in my life, I also volunteered at a local charity ‘Monthly Alzheimer’s Support 
Evening’ (MASE, 2010). This group aimed to reduce isolation and break the taboos and stigma 
associated with dementia by bringing people together for social activities. Witnessing for the first 
time the impact a familiar and emotive piece of music can make to a person with dementia will 
never leave me. 
 
After working at the research centre for two years, I felt ready to undertake a PhD. Having secured 
the 1+3 ESRC CASE studentship, I moved to London and sadly had to leave the MASE group. While at 
King’s College London I found a passion for ethical issues and research project design, so participated 
as a student member of a Moderate-Risk Ethics Committee. I also studied the research sub-sections 
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of the MCA (UK Parliament, 2005) in great detail, and have been an invited speaker at a number of 
events at other universities to advise on these guidelines. 
 
The event that will stand out to me the most during my PhD was my participation in public 
engagement training and entering a public engagement competition. For my PowerPoint and jargon-
free presentation I used props to connect with the audience. I dressed in 1940s clothing and showed 
a picture of my grandmother in 1947, aged 21. I told a story, based on extracts from my research 
data, of an isolated and frail older woman with dementia who had much ADL difficulty but no human 
or technological assistance. I described how she became more disabled and had to be 
institutionalised. I then presented my other grandmother’s old porcelain cup with sipping-tube (it 
sits on the windowsill in my PhD office for motivation). I told a different version of the story which 
included the use of ATs for ADLs, to demonstrate the technological opportunities that could have 
been presented to the lady. I won first prize in the competition. The public engagement training was 
invaluable in understanding how to connect with any type of audience. I carried this forward and 
created an event for PhD students and early-career researchers to practice public engagement style 




Although I like all aspects of research, I most enjoyed the fieldwork for this study. Negotiating and 
liaising with care home managers was an interesting exercise. Being present in the care homes and 
meeting residents, interviewing carers, and being roped in to help with an afternoon tea event were 
most gratifying. I missed such contact once my fieldwork was completed, so on transferring 
registration to writing-up status I began to work as a Dementia Support Worker for Alzheimer’s 
Society in Southwark, London. The post fulfilled my need to see the direct benefits of my assistance 
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in people’s lives, and I could also directly observe how ATs were used in the local community. This 
balanced well with the slower process of achieving impact through research. I have now moved to 
an Evaluation Officer post in Alzheimer’s Society. For this, I can contribute to ensuring that the 
frontline services the charity provides to people with dementia and their informal carers have value 
and impact. I also consult on evaluation of other Alzheimer’s Society activities which currently 
include: fundraising and awareness events; the youth engagement stream of work; the commitment 
to organisational co-production with people with dementia; and the research partnerships scheme.  
 
Subjectivity in analysis 
At times during the informal carer interviewees hearing family members’ stories was heart-breaking 
and difficult. I feel that my personal experience of the progression of a family member with 
dementia made me a more empathetic interviewer. The fieldwork for this research made me 
address some of my perceptions. For example, I had always assumed based on ‘common knowledge’ 
that remaining at home was the ideal situation for people with dementia. The stories I heard in 
interviews certainly challenged my thoughts about the ‘best’ dementia care location. 
 
The design of the study and the research questions determined the data collected and the choice of 
analyses. I see merit in mixed-methods research design to explore complex social phenomenon 
(Rossman and Wilson, 1985), such as dementia, ADL disability, and AT use. Concerning the 
qualitative case studies, it was felt that a thematic content analysis was most appropriate as the 
research questions required specific answers (Braun and Clarke, 2006). Furthermore, the thesis was 
exploratory: a more interpretative qualitative analysis was not chosen as the aim was not to create a 
theory of the AT use of people with dementia. However, as a critical realist I acknowledge that, 
despite the aim of an objective analysis, it is never completely possible to remove elements of the 
analyst from the process (Flick, 2014). Qualitative analyses can only be conducted from my 
perspective, which is informed by my experiences, beliefs, and social values. Finally, my realist 
epistemological perspective assumes that there is a direct relationship between the language of 
interviewees and meaning. Thus, I believe that as individuals with dementia have different 
experiences, researching the particular through case studies, rather than the general, provides the 
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Appendix 1: Mini-Mental State Examination 
Source: Folstein et al. (1975)  
 
Patient:_________________ Examiner:_________________  Date:_________________ 
 




5 ( )  What is the: (year) (season) (date) (day) (month)? 
 




3 ( )  Name 3 objects: 1 second to say each. Then ask the patient all 3 after you have said them. 






ATTENTION AND CALCULATION 









9 ( )  Name a pencil, and watch (2 points) 
Repeat the following “No ifs, ands or buts.” (1 point) 
Follow a 3-stage command: “Take a paper in your right hand, fold it in half, and put it on the 
floor” (3 points) 
Read and obey the following: CLOSE YOUR EYES (1 point) 
Write a sentence (1 point) 
Copy design (1 point) 
 
Total score: _________________ 
 






Ask for the date. Then ask specifically for parts omitted, e.g., “Can you also tell me what season it 
is?” One point for each correct. 




Ask the patient if you may test his memory. Then say the names of 3 unrelated objects, clearly and 
slowly, about one second for each. After you have said all 3, ask him to repeat them. This first 
repetition determines his score (0-3) but keep saying them until he can repeat all 3, up to 6 trials. If 
he does not eventually learn all 3, recall cannot be meaningfully tested. 
 
 
ATTENTION AND CALCULATION 
Ask the patient to begin with 100 and count backwards by 7. Stop after 5 subtractions (93, 86, 79, 
72, 65). Score the total number of correct answers. 
If the patient cannot or will not perform this task, ask him to spell the word “world” backwards. The 








Naming: Show the patient a wrist watch and ask him what it is. Repeat for pencil. Score 0-2. 
Repetition: Ask the patient to repeat the sentence after you. Allow only one trial. Score 0 or 1. 
 
3-Stage command: Give the patient a piece of plain blank paper and repeat the command. Score 1 
point for each part correctly executed.  
 
Reading: On a blank piece of paper print the sentence “Close your eyes”, in letters large enough for 
the patient to see clearly. Ask him to read it and do what it says. Score 1 point only if he actually 
closes his eyes. 
 
Writing: Give the patient a blank piece of paper and ask him to write a sentence for you. Do not 
dictate a sentence, it is to be written spontaneously. It must contain a subject and verb and be 
sensible. Correct grammar and punctuation are not necessary. 
 
Copying: On a clean piece of paper, draw intersecting pentagons, each side about 1 in., and ask him 
to copy it exactly as it is. All 10 angles must be present and 2 must intersect to score 1 point. Tremor 
and rotation are ignored. 
 





Appendix 2: Literature search strategy for the scoping review 
Flowchart of three phases of literature search strategy for scoping review 
 
Phase One - search for peer-reviewed academic papers 
Databases: 
ACLS Humanities E-Books: (10 searches, 937 results, 2 new and relevant) 
ACM Portal: (9 searches, 955 results, 36 new and relevant) 
American Heart Association: (1 search, 453 results, 0 new and relevant) 
Annual Reviews: (17 searches, 1866 results, 6 new and relevant) 
American Psychiatric Publications:  (11 searches, 1395 results, 26 new and relevant) 
Berkeley Economic Press: (1 search, 28 results, 0 new and relevant) 
BioMedCentral: (3 searches, 705 results, 41 new and relevant) 
BMJ Case Reports: (1 search, 81 results, 0 new and relevant) 
British Nursing Index: (7 searches, 110 results, 31 new and relevant) 
Cambridge Journals Online: (12 searches, 2702 results, 58 new and relevant) 
CINAHL: (6 searches, 254 results, 23 new and relevant) 
Gerontological Society of America Journals: (8 searches, 678 results, 24 new and relevant) 
King's College London Thesis Catalogue: (1 search, 90 results, 1 new and relevant) 
MEDLINE: (10 searches. 230 results, 15 new and relevant) 
PsycARTICLES: (12 searches, 559 results, 20 new and relevant) 
PsycINFO: (14 searches, 496 results, 90 new and relevant) 
PubMed Central: (12 searches, 1272 results, 18 new and relevant) 
Sage Journals Online: (10 searches, 2068 results, 65 new and relevant) 
Science Direct: (12 searches, 3040 results, 37 new and relevant) 
Scopus: (11 searches, 2748 results, 129 new and relevant) 
Web Of Knowledge: (13 searches, 761 results, 14 new and relevant) 
Other: 
Joseph Rowntree Foundation website (2150 results, 27 of interest) 
Department of Health's Mental Health website: (2 of interest) 
Article references: (6 articles, 18 new and relevant) 
Total: 683 papers for appraisal 
Phase Two - applied exclusion criteria to 683 peer-reviewed academic papers 
Restriction to: European and Northern American focus; non-clinical environments; 
dementia population where possible, and ATs for ADLs only. 
Phase Three - inclusion of grey papers: Government policies, other national reports, charity 
factsheets, etc. 
Plus - sporadic literature searches in proceeding years 
Total number of papers referenced throughout 5 topics of interest in Chapters 3, 4, and 5: 
332 (peer-reviewed academic papers: 301, grey papers: 31) 
310 
 
Keywords and phrases used when identifying relevant literature 
 
  
Topic Key words and phrases 
ADLs ADLs: “Activities of Daily Living”, “Instrumental 
Activities of Daily Living”, activity, hygiene, groom* (-
s, -ed, -ing), brushing hair, brushing teeth, oral 
hygiene, dress* (-ed, -ing), hand washing, toilet* (-s, -
ing), continence, incontinence, bath* (-es, -ed, -ing, -
room), transferring, walk* (-s, -ed, -ing), mov* (-e, -
ing), mobil* (-e, -ity), eat* (-ing, -s), feed* (-ing, -s), 
knife, fork, plate, handrail 
ATs “Assistive Technology”, AT, technolog* (-y-, -ical), 
assist* (-ive, -ed, -ing), “Assisted Living” 
Dementia and cognition Dementia, Alzheimer’s, “Alzheimer’s disease”, “mild 
cognitive impairment”, MCI, memory, depression, 
anxiety, cognitive 
Older people “Older adults”, elderly, old* (-er) 
Physical or disability Functionality, disability, difficulty, impairment, gait 
Carers, formal and informal Family, relationship, “family carer”, “informal carer”, 
familial, carer, nurse, professional, medical staff  
Formal services Services,  “care at home”, “formal care” 
Care homes, institutionalisation and 
relocation decisions 
“Care home”, “residential home”, residential, 
“nursing home”, institution* (-alisation, -ed), “leaving 
home”, “care home entry”, decision 
Policies “Dementia policy”, “dementia policies”, “dementia 
report”, “older people’s policies” 
Methods and methodology “Case stud* (-y, -ies)”, “mixed-methods”, qualitative, 
map* (-s, -ped, -ping), “care records”, interviews, 
“interviews with carers”, quantitative, prediction, 































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































Frequency and percentages of literature in summary tables for numerical analysis 
Country of origin: 
N=332. Percentages are rounded to the nearest full percentage point. 
Country of origin Frequency Percentage of 332 
USA 129 39 
UK 89 27 
Canada 27 8 
Sweden 12 4 
Netherlands 9 3 
France 6 2 
Finland 4 1 
Ireland 3 1 
Mix EU (incl. UK) 11 3 
USA and EU 1 0 
USA and Canada 3 1 
Canada and UK 3 1 
Canada and EU 2 1 
UK and USA - - 
Other or other mix 33 10 
 
Year of publication: 
N=332. Percentages are rounded to the nearest full percentage point. 
287 (86%) articles were published in the last 20 years, from the year 1997 and onwards. Articles 
published in the year 1996 or before include a note on the reason for referencing in the thesis. 
Year of 
publication 
Frequency Percentage of 
332 
2016 1 0 
2015 5 2 
2014 10 3 
2013 13 4 
2012 15 5 
2011 23 7 
2010 16 5 
2009 27 8 
2008 16 5 
2007 25 8 
2006 18 5 
2005 27 8 
2004 15 5 
2003 14 4 
2002 18 5 





Frequency Percentage of 
332 
2000 13 4 
1999 13 4 
1998 5 2 
1997 5 2 
1996 8 (spousal carers less likely to relocate relative; challenging 
behaviours during  dental care; definition of functional 
limitations; co-morbid consequences of eating disability; 
challenging behaviours with bathing and washing; health 
complications following a catheter; people with cognitive 
impairments’ preferences for ATs; maintaining use of ATs) 
2 
1995 5 (physical functional limitations; environmental modifications; 
cognitive and physical impairments; disabled older people using 
ATs for mobility; psychological connection to home) 
2 
1994 2 (definition of dysphagia; disablement model) 1 
1993 3 (cognitive impairments; cognitive errors; interventions for 
informal carers’ depression can reduce overload) 
1 
1992 4 (critique of biomedical model; informal carers’ barriers to 
formal care; skin integrity; simplified dressing wardrobe) 
1 
1991 6 (Nagi model; COACH algorithms; ethical issues of AT use; 
informal carers’ giving perspectives on home modifications; 
home modifications can enable people to live at home; 
Verbrugge investigating human care and ATs with residual 
disability) 
2 
1990 3 (feeding and ATS are successful – still same ATs used today; 
introduction to role captivity; if an informal carer feels that 
formal care is impersonal it can distress them) 
1 
1989 - - 
1988 1 (cognitive difficulties with ADL performance) 0 
1987 2 (physical impairments with toileting and continence; ethical 
issues of feeding tubes) 
1 
1986 2 (definitions of feeding and eating; cognitive errors with ADLs) 1 
1985 2 (challenging behaviours when washing; formal care can 
complement informal care) 
1 
1984 - - 
1983 1 (barriers to formal care service use) 0 
1982 2 (pattern of ADL loss; explaining environmental-press) 1 
1981 1 (dining family-style may reduce challenging behaviours - if this 
was known then why is this still not used in many care homes?) 
0 
1980 - - 
- - - 
1975 1 (hierarchical-compensatory model) 0 
- - - 
1973 1 (explaining environmental-press) 0 
- - - 




Focus of literature: 
N=332. Percentages are rounded to the nearest full percentage point. 
Type Frequency Percentage of 332 
Peer-reviewed academic papers 301 91 
Grey papers 31 9 
 
Type Frequency Percentage of 332 
Peer-reviewed academic papers: 





Conceptual/theoretical or advice papers, including 
different types of literature review (e.g. systematic 
reviews) 
91 27 







Charity factsheets 8 2 
Policy/governmental papers 5 2 
Conference proceedings 3 1 




Within peer-reviewed academic papers, N=301 
Peer-reviewed academic papers Frequency Percentage within 301 
Empirical research articles 181 60 
Conceptual/theoretical or advice papers, including 
different types of literature review (e.g. systematic 
reviews) 
91 30 
Books or book chapters 29 10 
 
Within grey papers, N=31 
Grey papers Frequency Percentage within 31 
Reports 14 45 
Charity factsheets 8 26 
Policy/governmental papers 5 16 
Conference proceedings 3 10 








Within empirical research articles, N=181, focus on population 
Population Frequency Percentage within 181 
People with dementia  40 22 
People with cognitive impairment 2 1 
Older adults with disability or immobility but no 
dementia 
41 23 
Older adults no disability/immobility/dementia 11 6 
People with disabilities (no age restriction) 3 2 
Informal carers of people with dementia 27 15 
Formal carers of people with dementia 5 3 
Other types of health and social care staff 5 3 
Informal carers of other types of individuals (non-
dementia) 
5 3 
Some sort of mix of populations above, e.g. caring 
dyads, carers vs. non-carers, residents plus their 




Within empirical research articles, N=181, type of data 
Data Frequency Percentage within 181 
Quantitative 125 69 
Qualitative 49 27 
Mix of both 7 4 
 
Within empirical research articles, N=181, design type (some articles may be in multiple categories 
so percentages will not sum to 100%) 
Design Frequency Percentage within 181 
Experimental 6 3 
Quasi-experimental 16 9 
Non-experimental 164 91 
 
Within empirical research articles, N=181, analysis type (some articles may be in multiple categories 
so percentages will not sum to 100%) 
Analysis Frequency Percentage within 181 
Cross-sectional 75 41 
Longitudinal 69 38 
Qualitative e.g. thematic or grounded theory, 
including observational 
45 25 






Of literature review and conceptual papers, N=91, focus on population 
Population Frequency Percentage within 91 
People with dementia 44 48 
People with cognitive impairment 3 3 
Older adults with disability or immobility but no 
dementia 
16 18 
Older adults no disability/immobility/dementia 7 8 
People with disabilities (no age restriction) 7 8 
Informal carers of people with dementia 1 1 
Formal carers of people with dementia - - 
Other types of health and social care staff 1 1 
Informal carers of other types of individuals (non-
dementia) 
- - 
Some sort of mix of populations above, e.g. caring 
dyads, carers vs. non-carers, residents plus their 
staff, etc. or general public 
5 5 
Technologies 7 8 
 
Of literature review and conceptual papers, N=91, described literature search strategy 
comprehensively: 18 (20%). 
Of books and book chapters, N=29, focus on population 
Population Frequency Population 
People with dementia 6 21 
People with cognitive impairment - - 
Older adults with disability or immobility but no 
dementia 
5 17 
Older adults no disability/immobility/dementia 3 10 
People with disabilities (no age restriction) 6 21 
Informal carers of people with dementia 1 3 
Formal carers of people with dementia - - 
Other types of health and social care staff 1 3 
Informal carers of other types of individuals (non-
dementia) 
2 7 
Some sort of mix of populations above, e.g. caring 
dyads, carers vs. non-carers, residents plus their 
staff, etc. or general public 
3 10 






Appendix 3: ELSA analysis 




















12,099 67% (‘Cohort 
1’) 
Use of: cane or walking stick; 
walking frame or walker; 
manual wheelchair; electric 
wheelchair; buggy or scooter; 











82% Cohort 1 Use of: cane or walking stick; 
walking frame or walker; 
manual wheelchair; electric 
wheelchair; buggy or scooter; 
special eating utensils; 
















Use of: cane or walking stick; 
walking frame or walker; 
manual wheelchair; electric 
wheelchair; buggy or scooter; 
special eating utensils; 










74% Cohort 1; 






Use of: cane or walking stick; 
walking frame or walker; 
manual wheelchair; electric 
wheelchair; buggy or scooter; 
special eating utensils; 










78% Cohort 1; 
77% Cohort 3; 
86% Cohort 4 
Use of: cane or walking stick; 
walking frame or walker; 
manual wheelchair; electric 
wheelchair; buggy or scooter; 
special eating utensils; 










85% Cohort 1; 
82% Cohort 3; 






Use of: cane or walking stick; 
walking frame or walker; 
manual wheelchair; electric 
wheelchair; buggy or scooter; 
special eating utensils; 





Dataset and Wave 7 Technical Report not accessible at time of 
thesis submission 
Sources: (Batty et al., 2014, Blake et al., 2015, Bridges et al., 2015, Cheshire et al., 2012, Scholes et al., 2008, 
Scholes et al., 2009, Steptoe et al., 2013, Taylor et al., 2007, The Institute for Fiscal Studies, 2011a)  
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Creation of new dataset variables 
Original contributing variables New derived 
variable name 
New variable code 
Walking stick or cane, walker, manual 
wheelchair, electric wheelchair, buggy 
or scooter, elbow crutches 
Mobility-
related ATs 
Uses none of these 
Uses at least one of these 
Orientation 









5 (highest cognitive function) 
ADLs: dressing, washing, bathing, 
getting in and out of bed, eating, 
using the toilet 
ADL difficulty No ADL difficulty 
Difficulty with 1-3 ADLs 
Difficulty with 4-6 ADLs 
IADLs: using a map, preparing food, 
shopping, using the telephone, taking 
medication, doing housework or 
gardening, managing money 
IADL difficulty No IADL difficulty 
Difficulty with 1-3 IADLs 
Difficulty with 4-7 IADLs 
Glaucoma, diabetic eye disease, 
macular degeneration, cataracts 
Poor eye 
health 
Has none of these eye conditions 
Has at least one eye condition 
High blood pressure High blood 
pressure 
Does not have high blood pressure 
Has high blood pressure 
Stroke Stroke Has not had a stroke 
Has had a stroke 
Angina, congestive heart failure, heart 
murmur, abnormal heart rhythm, high 




Has none of these CVD conditions 
Has at least one CVD condition 
Diabetes Diabetes  Does not have diabetes 
Has diabetes  
Lung disease, asthma Lung disease 
and asthma 
Has neither lung disease or asthma 
Has lung disease and/or asthma 
Arthritis Arthritis Does not have arthritis 
Has arthritis 
If incontinence lasted more than 1 
month 
Incontinence No incontinence 
Has incontinence 
Depressive symptoms 1-8 Depressive 
symptoms 
Has 0-3 depressive symptoms 
Has 4-8 depressive symptoms 
Whether they ever fell seriously 
enough to require medical treatment  
Fall with injury Has not fell and caused injury 





Age Age category 65-74 years old 
75-84 years old 
85-90+ years old 
Wealth Wealth index 
(quintiles) 




5 (highest wealth) 
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Appendix 4: Study design - materials and instruments 
SCREC ethical approval confirmation 
 
Social Care REC 
An NRES Research Ethics Committee 
 
09 October 2012 
 
Miss Suzanne J Hardy 
Institute of Gerontology 
Department of Social Science, Health and Medicine 
King’s College London 




Dear Ms Hardy 
 
Study title: The role of Assistive Technology for personal-care in enabling families to care for 
relatives with dementia in their location of choice 
IRAS Project Number: 100731 
REC reference: 12/IEC08/0025 
Ethical opinion: Favourable 
 
Thank you for your letter of 26 September 2012, responding to the Committee’s request for further 
information on the above research and submitting revised documentation. 
The further information was considered in correspondence by a Sub-Committee of the REC during 
the week commencing 08 October 2012. A list of the Sub-Committee members is attached. 
The Committee noted that this is a full and considered response which addressed both Mental 
Capacity Act and Data Protection Act issues. 
 
Confirmation of ethical opinion 
On behalf of the Committee, I am pleased to confirm a favourable ethical opinion for the above 
research on the basis described in the application form, protocol and supporting documentation as 
revised, subject to the conditions specified below. 
The Committee would like to offer advice which is not part of the ethical decision. Where an 
assumption of capacity can reasonably be made there is no requirement to assess capacity. 
 
Mental Capacity Act 2005 
I confirm that the committee has approved this research project for the purposes of the Mental 
Capacity Act 2005. The committee is satisfied that the requirements of Section 31 of the Act will be 
met in relation to research carried out as part of this project on, or in relation to, a person who lacks 






The REC decided that the research did not require Site-Specific Assessment at non-NHS sites as it 
involves no clinical intervention and all the study procedures at sites would be undertaken by the 
Chief Investigator’s team. 
 
Conditions of the favourable opinion 
The favourable opinion is subject to the following conditions being met prior to the start of the 
study. 
 
Management permission or approval must be obtained from each host organisation prior to the 
start of the study at the site concerned. 
 
Management permission (“R&D approval”) should be sought from all NHS organisations involved in 
the study in accordance with NHS research governance arrangements. 
 
Guidance on applying for NHS permission for research is available in the Integrated 
Research Application System or at http://www.rdforum.nhs.uk. 
 
Where a NHS organisation’s role in the study is limited to identifying and referring potential 
participants to research sites (“participant identification centre”), guidance should be sought from 
the R&D office on the information it requires to give permission for this activity. 
 
For non-NHS sites, site management permission should be obtained in accordance with the 
procedures of the relevant host organisation. 
 
Guidance on Research Governance approval is available from the Department of Health supported 
Research Governance Framework: Resource Pack for Social Care (2nd ed, April 2010) London, which 
can be found at:http://www.researchregister.org.uk/files/RGFGuidancepack2010.pdf 
 
Sponsors are not required to notify the Committee of approvals from host organisations 
 
It is the responsibility of the sponsor to ensure that all the conditions are complied with before the 
start of the study or its initiation at a particular site (as applicable). 
 
You must notify the REC in writing once all conditions have been met (except for site approvals 
from host organisations) and provide copies of any revised documentation with updated version 
numbers. The REC will acknowledge receipt and provide a final list of the approved documentation 
for the study, which can be made available to host organisations to facilitate permission for the 
study.  Failure to provide the final versions to the REC may cause delay in obtaining permissions. 
 
Approved documents 
The final list of documents reviewed and approved by the Committee is as follows: 
Document Version Date 
Covering Letter  02 May 2012 
Covering Letter  26 September 2012 
Evidence of insurance or indemnity ANONYMISED 22 September 2011 
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Investigator CV Dr Karen 
Glaser 
02 February 2012 
Investigator CV Professor 
Anthea Tinker 
 
Letter from Sponsor Offer letter to 
Suzanne Hardy 
PhD ESRC CASE 
15 July 2010 
Other: Letter from Funder - Letter of confirmation CASE 
Studentship 
2010 
 26 April 2010 
Other: Scan of CRB clearance records   
Other: Interview Topics - family and friends - Stage Two 1 02 February 2012 
Other: Interview Topics - keyworkers - Stage Two 1 02 February 2012 
Other: Pilot study low-risk approval record   
Other: Stage One Consent Procedure and summary Flowchart 
(Appendix I) 
1 05 September 2012 
Other: Pre Data Collection Family Letter (Appendix II) 1 13 August 2012 
Other: Resident Capacity Form (Appendix IV) 1 14 June 2012 
Other: Supported Decision-making Form (Appendix V) 1 14 June 2012 
Other: Family Courtesy Letter 1 14 June 2012 
Other: Personal Consultee Letter (Appendix IX) 1 13 August 2012 
Other: Personal Consultee Form (Appendix X) 1 14 June 2012 
Other: Procedure for Those who Become Distressed ( Appendix 
XI) 
1 13 June 2012 
Other: Procedure for breaching confidentiality (Appendix XII) 1 13 June 2012 
Other: Family and Friends' Interview Invitation Letter 
(Appendix XIII) 
2 13 June 2012 
Other: Family and Friends' Study Form 2 13 June 2012 
Other: Keyworker Interview Invitation Letter (Appendix XVI) 2 13 June 2012 
Other: Keyworker Study Form (Appendix XVII) 2 13 June 2012 
Other: Stage One mapping framework (Appendix XIX) 2 13 June 2012 
Other: Research Protocol (Appendix XXI) 2 13 August 2012 
Other: Protocol summary and Data Collection Flowchart 
(Appendix 
XXII) 
2 13 August 2012 
Participant Consent Form: Interviewee (Appendix XX) 2 13 June 2012 
Participant Information Sheet: Resident (Appendix VI) 2 12 September 2012 
Participant Information Sheet: Family and Friends' (Appendix 
XV) 
2 13 June 2012 
Participant Information Sheet: Keyworker (Appendix XVII) 2 13 June 2012 
REC application 10731/31985 
9/27/227 




Statement of compliance 
The Committee is constituted in accordance with the Governance Arrangements for Research Ethics 
Committees and complies fully with the Standard Operating Procedures for Research Ethics 
Committees in the UK. 
 
After ethical review 
Now that you have completed the application process please visit the Social Care REC website – 
www.screc.org.uk and look at the “After Ethical Review Section” for details of further requirements. 
The attached document “After Ethical Review – Guidance for Sponsors and Investigators” gives 
detailed guidance on reporting requirements for studies with a favourable opinion, including: 
 Notifying substantial amendments 
 Adding new sites and investigators 
 Progress and safety reports 
 Notifying the end of the study 
 
Feedback to the Social Care REC 
The Committee would welcome your views on the service you have received from the Social Care 
REC and the application procedure. You can do this anonymously by completing our feedback form 
at:  www.screc.org.uk/feedback.asp 
 
Research register for social care 
The research should now be registered on the Research Register for Social Care - visit 
www.researchregister.org.uk to do so. 
 
    12/IEC08/0025                                  Please quote this number on all correspondence 
 
With the Committee’s best wishes for the success of this project. 
 
Should you require clarification of any issues arising from this correspondence please contact the 




Professor David Stanley 
Chair 
  
Referees or other scientific critique report Confirmation 
CASE Studentship 
2010 letter 
26 April 2010 
Response to Request for Further Information   
Summary/Synopsis 1 02 December 2011 
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Research Protocol Summary and Data Collection Flowcharts 
The role of Assistive Technology for ADLs in enabling families to care for relatives with dementia in 
their location of choice 
Purpose 
This project aims to investigate whether, and if so, how, Assistive Technologies (ATs) can be used to 
assist people with dementia to conduct Activities of Daily Living (ADLs) (for example hygiene matters 
such as washing, toileting and continence, along with grooming and feeding oneself), and to 
examine the role ATs can play in enabling people caring for a relative with dementia to make 
preferred choices in their location of care. The UK’s National Dementia Strategy (Department of 
Health, 2009) objectives include; i) ensuring that people with dementia live well (whether in their 
own home or in a care home) and ii) a call for more research on the role of AT to address the needs 
of people with dementia and their carers. This project will investigate the perceptions of formal and 
family carers of people with dementia on ATs for ADLs. The project will explore the following 
Research Questions: 
 
1. What cognitive and physical difficulties do people with dementia have performing ADLs 
whilst they reside in the community? 
2. What types of ATs may people with dementia and their informal and formal carers use 
to assist their performance of ADLs whilst living at home?  
3. What are informal carers' preferences, barriers and facilitators with respect to the use of 
such ATs by people with dementia when they live at home? What are the routes to 
obtaining these types of ATs? How do families and formal services inter-relate with 
regards to assistance for ADLs and potential and actual AT use? 
4. What is the tipping point for a decision for a person with dementia to relocate to a care 
home? Is this ever related to AT use or non-use for ADLs? 
5. Does a person with dementia’s performance of ADLs alter after relocation to a care 
home? How do ATs for ADLs used in care home settings enhance the late-life care of 
residents, and encourage families’ connections with residents and care home staff? 
 
Method 
This project will use an in-depth multiple contrasting case study design (Yin, 2003). Each case will 
consist of a care home resident with a clinical diagnosis of dementia, along with their key 
informants: their formal carer (their keyworker at the care home) and their informal carers (family 
members and friends who assisted in caring activities before they relocated to the care home). 
Multiple sources of inquiry will be used to create each case; using data mapped from the resident’s 
care record held at the care home (Stage One) and interviews with their case informants (Stage 
Two). For Stage One, when included in the care record, data concerning: demographics, health 
issues including the type and time of the dementia diagnosis, the circumstances of care whilst the 
resident was living at home including whether they received formal services and/or used ATs, the 
circumstances around the decision for institutionalisation, and current ADL assistance and AT use at 
the care home will be mapped. 
 
Approximately 15-20 residents will be selected from the 68 for further investigation in Stage Two. 
Criteria used for case selection will include: their care home location, their keyworker, the type of 
dementia they have been diagnosed with and its severity, their age, gender, the length of time they 
have been in the care home, the composition of family members including who is listed as the main 
carer, and, if such history is in the care records, whether it is known if they used ATs before 




Type of participant 
Participants will consist of the resident with dementia and their Personal Consultee (if necessary) for 
Stage One, keyworkers at the care homes and familial carers including family members, neighbours 
and friends of current residents with dementia for Stage Two.   
 
Location of research 
[ANONYMISED CARE HOME ORGANISATION] will provide access to its four care homes. 
[ANONYMISED CARE HOME ORGANISATION] is dedicated to advancing the standards of excellence in 
the residential care of older people. These care homes provide: dementia, nursing, residential and 
day care for older adults. All care home residents with a clinical diagnosis of dementia, excluding 
participants in the pilot study, are eligible to have their care record mapped for Stage One. The 
researcher has a CRB enhancement disclosure with the care home organisation [ANONYMISED CARE 
HOME ORGANISATION], has volunteer status and is covered by the organisation’s indemnity 








All residents with a clinical diagnosis of dementia living in 
[ANONYMISED CARE HOME ORGANISATION]'s four care 
homes will be eligble to have their care records viewed  for 
relevant data ('mapped'), excluding residents who 
participated in the pilot study. Pre Data Collection Letters 
will be posted to each main family carer to notify of an 
impending capacity-to-consent assessment with their 
relative, and invite them to an information meeting.   
Families who indicate that it 
would not be suitable to conduct 
an assessment will have their 
advice heeded. An assessment will 
not be conducted with their 
relative. 
Conduct capacity-to-consent 
assessments on residents with 
a clinical diagnosis of 
dementia. 
Residents who possess 
capacity but do not 
consent will not have 
their care records 
mapped.  
Residents who possess 
capacity and consent 
will have their care 
records mapped. 
If a resident does not possess 
capacity, a Personal Consultee 
will be identified for their advice 
on whether the resident would 
participate if they had capacity 






After all the records have been mapped, approximately 15-20 residents 
will be selected for further investigation. This decision will be based on 
representing as wide a variety of people and circumstances of care as 
possible, for example different types of dementia, whether they received 
formal care or not whilst living at home, etc.  
Interview invitations to be sent to the main 
family carer and other family and friends 
named in the care record as having  knowledge 
of the resident's care whilst they lived at home 
or currently in the care home. 
Recipients should return the Study Form to 
indicate their desire or not to participate.  
Interview invitations sent to the keyworker 
for each chosen resident. 
Recipients should return the Study Form if 
they do not wish to participate. Non-
responders will be contacted to arrange an 
interview. 
When at least the keyworker and one family 
member cannot or does not want to be 
interviewed,  another case will be selected for 
further investigation and potential 
interviewees contacted. 
Conduct digitally-recorded interviews with 
keyworkers, family, friends and neighbours. 
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Procedure for Breaking Confidentiality 
Confidentiality is central to keeping information provided within a professional relationship secure 
and secret from others. In the context of this project, confidentiality principles apply to the data 
mapped from the care records in Stage One and from participant interviews in Stage Two. These 
principles ensure maintained trust between the research team (formed by the Chief Investigator and 
supervisory committee) and the participant. 
 
It is conceivable that during care mapping or interviews, data may be uncovered or information may 
be provided that necessitates a breach of confidentiality. Qualifying information is that which 
indicates that the resident with dementia, their family member or friend or another is at risk of 
harm. The Chief Investigator must then act under a duty to warn or protect others under risk.  
 
Where the Chief Investigator detects the disclosure of potential qualifying information, they will 
discuss this with the participant (resident or Personal Consultee if during Stage One, interviewee if in 
Stage Two), gaining clarification if necessary. Where it is clear that the information is eligible for 
disclosure, they will notify the participant that they will be obliged to breach the confidentiality 
agreement and disclose the information to appropriate parties. This procedure will still occur even if 
the participant decides to withdraw their data from the study and no longer participate. 
 
The Chief Investigator will first discuss with the supervisory committee what has been disclosed in 
order to decide to whom the information should be passed. Potential recipients include the care 
home manager, the dementia training specialist at the care home, local social services or the police.  
 
To inform potential interview participants of this procedure the following statement is provided on 
the Information Sheet for family and friends and keyworkers; ‘Everything you say in the interview is 
confidential unless you report something that indicates you or someone else is at risk of harm. The 
interviewer will discuss this issue with you before telling anyone else’. Potential interview 
participants will receive the Information Sheet both in an Interview Invitation Pack and again before 
the interview begins. They will then freely sign a Consent Form that confirms they understand the 









This is your report, generated by the responses you gave while completing the AMCAT. You may 
want to enter a reference in the box below to remind you of the particular assessment it applied 
to. We hope it helps you to reflect on the assessment that you did and informs your future 
practice. For further information, links to useful resources, and to share your experiences of 
assessing capacity please return to the assessing mental capacity website at 
http://www.assessingmentalcapacity.org.uk 
 
Q: What is your relation to the person whose capacity was being assessed? 
“Researcher” You entered this response manually. The AMCAT is an automated tool so we are not 
able to comment on this element of your response. 
 
Q: Did the person you assessed have one or more of the following? 
You were assessing the capacity of a person with dementia. The Mental Capacity Act (MCA) only 
applies to people who have an impairment or disturbance of the mind or brain, such as dementia. 
However, you should only start an assessment of the person’s capacity if their dementia is affecting 
their capacity to make a specific decision when they need to. 
 
Q: Why did you do the assessment? 
You assessment was prompted by the person’s disability, history, diagnosis or illness. According to 
the MCA an assessment of capacity should never be done for these reasons alone, although they 
might be one of several factors indicating the person may lack capacity. An assessment of capacity 
should only be made when a person with some form of mental impairment or disturbance of the 
mind is having a problem making a particular decision at a particular time. 
 
Q: How long did you have to assess the person’s capacity before the decision had to be 
made or action taken? 
You said that you had more than a week to carry out the assessment. The issue of capacity relates to 
a specific decision at the time that it needs to be made. The time an assessment takes will be 
determined by the urgency and importance of the decision under consideration, the ease of access 
to relevant information or the right support for the person being assessed and the availability of 
specialist help (from a psychologist, for example) where it is required. The principles of good practice 
in assessing capacity apply however long the assessment takes. 
 
Q: Before starting the assessment did you think that the person was able to make the decision? 
Before starting the assessment you were not sure if the person was capable of making the decision. 
Unless the person was clearly unconscious at the time you should always start off by assuming a 
person has the capacity to make a decision unless it is proven otherwise, in keeping with the first 
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principle of the Act. However, an assessment is triggered because you have ‘reasonable belief’ that 
the person may have difficulty making the decision and there may therefore have been factors that 
gave you the belief that the person may lack capacity and you therefore decided to do an 
assessment. However, until the assessment is complete, you should continue to assume that the 
person has capacity to make the decision in question. 
 
Q: What was the decision about? 
You carried out an assessment of a person’s capacity to make a decision about taking part in 
research. 
 
Q: Was it relevant to involve someone who could tell you how best to communicate with 
the person? 
By involving someone who could tell you how best to communicate with the person, you satisfied 
the second principle of the Act (and both Chapters 3 and 4 of the Code of Practice). This says you 
should always try to involve people who know the person well to find out how best to communicate 
with the person and involve them in the assessment if appropriate. 
 
Q: Was it relevant to have someone to support the person to make the decision – such as a 
relative, friend or advocate? 
You made sure there was someone to support the person make the decision. When assessing 
capacity you should consider whether the person might benefit from having another person 
present. But you should also remember to respect a person’s right to confidentiality. 
 
Q: Did you ensure the person had all the relevant information to make the decision? 
You made sure that the person had all relevant information in order to make the decision. This is in 
line with the second statutory principle of the MCA which says that a person is not to be treated as 
unable to make a decision until all practicable steps to help them do so have been taken without 
success. This includes providing them with relevant information. When assessing capacity, it is 
good practice to make sure that you understand the nature and effect of the decision to be made 
yourself. To do this you may need access to relevant documents and background information about 
the person. 
 
Q: Did you explain the information in a way that was easy for the person to understand? 
You explained the information in a way that was easy for the person to understand. The MCA 
says that a person is assumed to have capacity unless it is established otherwise and that all 
practicable steps must be taken to help them make a decision. A crucial part of this is ensuring 
that you explain the information in a way that is easy for the person to understand. 
 
Q: Was it relevant to check if there were any cultural, ethnic or religious factors which should 
have been taken into account? 
You checked if there were any cultural, ethnic or religious factors which might have had a bearing 
on the person. This meets the requirement set out in chapter 3 of the Code of Practice about the 
need to be aware such factors that may shape the persons way of thinking, behaviour and 
communication so you should always take such factors into account. 
 
Q: Did you take any other practicable steps to put the person at their ease to make the 
decision? 
You took extra steps to put the person at ease. This is good practice when assessing capacity as 
you should always make the person feel at ease; this might include considering an appropriate 
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time of day to assess the person and ensuring the location is suitable. This is covered by chapters 
3 and 4 of the code of practice. 
 
Q: Was it relevant to ask for specialist advice about the persons’ capacity? 
You thought it was relevant to ask for specialist advice and you did this. Chapter 3 of the Code of 
Practice states that if you are assessing a person with specific communication difficulties you may 
require specialist help and Chapter 4 of the Code of Practice states that anyone assessing capacity 
may need to get a professional opinion. If you believe that specialist advice is relevant then you 
should always seek it – this may be particularly relevant for more complex or serious decisions 
such as consent for medical treatment or a significant change in someone’s care arrangements. 
 
Q: Were you satisfied that the person could understand the nature of the decision? 
You judged that the person could not understand the nature of the decision. Before you assess a 
person’s capacity, you must find out whether or not they understand the nature of the decision 
being made. In doing so, you should satisfy yourself that the person has access to any relevant 
documents or background information 
 
Q: Were you satisfied the person understood why the decision needed to be made at that time? 
You thought the person could not understand the reason why the decision was needed. You must 
ensure that a person has all the relevant information before assessing their capacity. Relevant 
information includes the reasons why the decision is needed. This is covered by chapter 4 of the 
Code of Practice. 
 
Q: Were you satisfied that the person could understand the likely effects of deciding one way or 
another? 
The first stage of assessing capacity is whether a person understands the consequences of making 
the decision one way or another. In this assessment you thought that the person could not 
understand the likely effects of deciding one way or another. 
 
Q: Were you satisfied that the person could retain the information about the decision long 
enough to use it to make the decision (even if this was only for a short time)? 
The second stage of assessing capacity is whether a person hold the information in their mind long 
enough (if only for a short time) to make an effective decision. In this assessment, you thought the 
person could not retain information about the decision long enough to use it. 
 
Q: Were you satisfied the person could use or weigh up this information (e.g. understand the 
pros and cons) as part of the decision making process? 
The third stage of assessing capacity is whether a person can use or weigh up information in order 
to make a decision. In this assessment you found the person could not use or weigh up the 
information available to them as part of the decision-making process. 
 
Q: Could the person communicate their decision in any way (i.e. verbally, non-verbally or in their 
behaviour or actions)? 
The fourth stage of assessing capacity is that the person can communicate their decision. In this 
assessment you said that the person could not communicate their decision. Remember that if a 
person can communicate their decision in any way then they must be treated as able to make a 
decision. 
 
Q: What did you decide about the person’s capacity? 
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You assessed the person as not having capacity to make the decision at this time. This means you 
established that the person was unable to do one or more of the following: i) understood the 
information relevant to that decision, including understanding the likely consequences of it, ii) 
retain the information, iii) weigh the information as part of the process of making the decision, and 
iv) communicate their decision, whether by talking, using sign language or any other means. 
Remember that every effort should be made to find ways of communicating with someone before 
deciding that they lack the capacity to make a decision based solely on their inability to 
communicate. Very few people will lack capacity on this ground alone. Your assessment must be 
made on the balance of probabilities – that it is more likely than not that the person lacks capacity 
– and you should be able to show why you have come to that conclusion. 
 
Q: How did you decide about the person’s decision-making capacity? 
You reached a decision about the person’s capacity on the balance of probability having looked 
at all the relevant information. This is good practice according to Chapter 4 of the Code of 
Practice. 
 
Q: Could the decision have been delayed until the person could make it themselves? 
You said that it unclear if it was possible to delay the decision until the person could make it 
themselves. The second statutory principle of the MCA is that a person must not be treated as 
unable to take a decision unless all practicable steps to help them have been taken. If it is practical 
to delay the decision until the person could make it for themselves then you should do this. 
 
Q: How did you record your assessment? 
Your assessment was recorded on a standard form specifically designed for this purpose. It is good 
practice, especially for paid care workers, to keep a record of the steps taken in assessing 
someone’s capacity (perhaps in a person’s care plan or records) to show they had ‘reasonable 
belief’ that the person lacked capacity. For more significant decisions it would be appropriate to 
record assessments formally. It is good practice for people with professional roles to carry out a 
proper assessment of a person’s capacity to make particular decisions and to record the findings in 
the relevant professional records. If you are a doctor or healthcare professional proposing 
treatment and carrying out an assessment of the person’s capacity-to-consent you should record it 
in the patient’s clinical notes. Remember that although someone else recorded your assessment, 
as the decision-maker you retain the responsibility for it. Sections 4.60-4.62 of the Code of Practice 









Procedure for Those who Become Distressed 
This project will involve interviews with keyworkers, family and friends of care home residents with a 
clinical diagnosis of dementia. The interviews will be conducted by the Chief Investigator 
(‘interviewer’) of the project and recorded on a digital recorder. 
 
It is conceivable that during the interview participants may become upset or distressed due to the 
nature of the interview topics, the question they are answering, the experiences they are 
remembering and describing and the overall situation. Where this occurs, the interviewer will ask 
the participant if they would like to halt the interview and will pause the digital recording. The 
participant will be given as much time as they need to become composed and there will be water 
and tissues on the interview table for participants to use if necessary. The interviewer and 
participant may or may not continue a discussion, unrecorded, or as the participant wishes, about 
the situation. At an appropriate time, the interviewer will reiterate the following three options to 
the participant: a) they may return to the interview (the semi-structured nature of the topics will 
enable them to talk about why they are upset on recording if they so wish); b) they can stop the 
interview; or c) they can stop the interview and withdraw the data they have provided so far. Where 
a) or b) occur, participants will be reminded that they will be able to withdraw their data any time 
until their interview has been transcribed. 
 
To inform potential interview participants of this procedure the following statement is provided on 
the Information Sheet for family and friends and for keyworkers; ‘It is possible that you may find 
answering some of the questions distressing or upsetting.  If this occurs you may wish to pause or 
stop the interview. You could then: terminate and withdraw your data (the interview recording 
would be deleted), terminate the interview and allow the interview recording until that point to be 
used in the research, or carry on with the interview when you are ready’. Potential interview 
participants will receive the Information Sheet both in an Interview Invitation Pack and again before 
the interview begins. They will then freely sign an Interviewee Consent Form that confirms they 
understand the information they have been given.  
 
Feedback to the supervisory committee will only be given by the Chief Investigator if necessary, e.g. 
to notify that a resident will now not be contribute to a Stage Two case study if the participant 
decides to withdraw their information. This does not break the confidentiality agreement as the 








Of all 4 care homes, 
potential 
participants: 56 




Had capacity: 1 
Lacked capacity: 38 
Personal Consultee 
letters sent: 37 (1 
resident died) 
PC yes: 17 
Care records 
mapped total (PC + 
own consent): 16 
Care records not 
mapped: 2 (1 left 
and 1 died) 













participants = 6 




Had capacity: 0 
Lacked capacity: 3 
Personal Consultee 
letters sent: 3 
PC yes: 2 
2 records mapped 









Care home #2 
Potential participants = 
22 
Could assess: 17 
Capacity assessments 
conducted: 15 
Had capacity: 0 
Lacked capacity: 15 
Personal Consultee 
letters sent: 15 
PC yes: 8 
1 resident died and 
another moved 
6 records mapped 
PC no: 7 
Capacity assessments 
not conducted: 2 









Could assess: 21 
Capacity assessments 
conducted: 21 
Had capacity and gave 
concent to 
participate: 1 
Lacked capacity: 20 
1 resident died 
Personal Consultee 
letters sent: 19 
PC yes: 7 
8 records mapped 
(PC + own consent) 
PC no: 12 
Family advised 
against assessment: 6 
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Care home #4 
 
  
Potential participants = 1 
After discussion and initial 
agreement, the family got 
in touch and indicated they 
would prefer for the 
capacity assessment not to 
occur 
0 records mapped 
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Care mapping framework 
(Spaces are condensed to fit onto one page) 
Resident:  
Baseline 
Gender  Year of birth  
Marital status    
Diagnosis  Date of diagnosis   
Estimate of severity  Medication use  
 
Care arrangements before relocation 




family and friends 
 
 
What informal care 
was provided 
 
Did they ever go to 





coming to their 





Hospital admission  
Problems with daily 
living tasks 
 
AT use  
Care arrangements after relocation 





Family and friends 




to leave the care 





























This letter is to notify you of a research project being undertaken at [ANONYMISED CARE 
HOME ORGANISATION] care homes in accordance with King’s College London. The letter will provide 
information about the project, the stages of data collection, notify you of a capacity-to-consent 
assessment to be conducted on your relative before data collection begins, enable you to be present 
at this assessment if you wish, enable you to request that your relative does not have an assessment 
if you wish, and invite you to an information meeting at the care home about the project. 
 
The research project 
We are researchers at King’s College London collaborating with [ANONYMISED CARE HOME 
ORGANISATION] in order to find out how the use of Assistive Technologies (ATs) for personal-care 
activities (that is, activities such as washing, dressing and eating) may play a role in enabling those 
families caring for a relative with a clinical diagnosis of dementia to care for them in their location of 
choice. This research is important because even though studies have shown that ATs play an 
important role in personal-care, and may act to delay admission into more intensive services, little 
research has investigated this issue among those with a cognitive impairment. The national Social 
Care Research Ethics Committee has granted ethical approval. 
 
In collaboration with [ANONYMISED CARE HOME ORGANISATION] we will be working in 
[ANONYMISED CARE HOME ORGANISATION] care homes in order to identify residents with a clinical 
diagnosis of dementia. In the first stage of the project we will be utilising the data held in the care 
records of [ANONYMISED CARE HOME ORGANISATION] residents with a clinical diagnosis of 
dementia to create ‘care maps’ using relevant information about their past and current care 
arrangements, their reason for relocation to the care home, the diagnosis of dementia, past and 
current use of AT, and finally to determine their keyworker at the care home, their main informal 
carer (you), and any other family members and friends who have been involved in care both prior to 
and following relocation to the care home. Once the ‘care maps’ have been created, we will be 
inviting some families and keyworkers to participate in interviews. These interviews will focus on the 
ATs that the resident used to help with their personal-care before they resided at the care home (i.e. 
in their own home or whilst in hospital, for example) and current technology use in the care home. 
This means that you may be contacted at a later date, and if so further information about the study 
will be given.  
 
Room K4U.13 
Institute of Gerontology 
Department of Social Science, Health 
and Medicine 
King's College London  
King’s Building 










In accordance with the Mental Capacity Act 2005 we must conduct a capacity-to-consent for 
participation in the project on all residents involved. Therefore we will be conducting a capacity-to-
consent assessment with your relative to determine if they can make a decision on whether or not 
they would like to be in the project. Their participation concerns only permission for their care 
record to be viewed and potentially for their care circumstances and use of ATs to be the subject of 
interviews with their informal (family) and formal (keyworker) carers. No other action will be 
required of them for participation in the research project. Assessments such as this are a normal 
part of dementia care. Every time a new decision must be made about your relative, a change in 
medication or care plan for example, a capacity-to-consent assessment is carried out. This is because 
it must never be assumed that someone lacks capacity to make a decision, even if they have lacked 
capacity in the past. Each assessment is about a particular and specific decision. The assessment will 
be carried out by the project researcher, Suzanne Hardy. She will introduce herself to your relative 
and explain that she is conducting a study at [ANONYMISED CARE HOME ORGANISATION] care 
homes. She will explain that she would like to view their care record and may wish to ask their family 
members and keyworker to talk to her about perceptions of their care and any technology they may 
use or did in the past. The assessment concerns whether your relative can remember that 
information, understand it, and weigh up the potential consequences in their mind (there will be no 
adverse consequences). Your relative will not be interviewed about their care or use of technology. 
Contact details are provided above if you have concerns or questions.  
 
Assessment result 
If residents are assessed to possess capacity-to-consent, they will make a decision on their 
participation in the project. 
 
Residents may be assessed to not possess capacity-to-consent on this decision (NB the 
capacity-to-consent assessment refers only and specifically to the decision of participation in the 
research (permission to view their care record), it does not relate to their capacity to make any other 
decision). In such circumstances we will contact you, as a person interested in the welfare of your 
relative. This contact will concern your action as a Personal Consultee for the resident. Further 
information on this will be given.  
 
Protocol if a resident becomes upset by the process 
Please be assured that should your relative appear to object or become uncomfortable or 
distressed the assessment will stop. We will take advice from the care home as to the best time to 
conduct an assessment with each resident. If it becomes necessary to stop the assessment it will be 
conducted at another time (communication with you will be made). Should the resident again 




It will not be possible to identify individuals in the research report or in subsequent 
publications. All data mapped from the care records and interviews are confidential. The research 
team will be the only individuals who are aware of your and your relative’s name and data. The care 
home administrator has addressed this letter and will do for any future letters so the researchers do 
not hold your details. However if in the future the researchers do have your details (e.g. your 
telephone number for a follow-up call) then this will be kept separately from the data taken from 
the care records and in the interviews (if participated in). All such information will be destroyed after 
7 years. The only time information may be disclosed to third parties is when the project researcher 
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perceives that your relative, yourself, or someone else is at risk of harm. The project researcher will 
discuss this issue with you before telling anyone else.  
 
 
What to do next 
Please see the enclosed Pre Data Collection Form, complete and return in the stamped and 
addressed envelope provided. The Form contains information on the following: 
 
a) We would like to invite you to an information meeting about the project to clarify any 
questions or concerns you may have. The researcher, Suzanne Hardy, and [CARE HOME 
MANAGER] will be present at [CARE HOME] at [DATE AND TIME]. You can speak to her 
there, however you can contact the project researcher at any time if you so wish via 
telephone or email. Attendance at the meeting is not mandatory. Please return the 
enclosed Pre Data Collection Form, email or telephone if you will attend the meeting, or 
if you would prefer to arrange a private meeting at a more suitable time. 
 
b) The intended date for the capacity-to-consent assessment with your relative is [DATE 
AND TIME]. You may be present at this assessment. If you do wish to be present and the 
time or date is inconvenient please notify the researcher on the enclosed Pre Data 
Collection Form and indicate when is suitable (or telephone).   
 
c) If you would prefer for your relative not to be assessed for their capacity-to-consent in 
the research project (their capacity to give permission for their care record to be viewed 
and for their care circumstances, particularly relating to ATs, to be the subject of 
interviews with their family and keyworker) please complete the relevant section on the 
enclosed Pre Data Collection Form (or telephone). You may still attend the information 
meeting for clarification on the project. 
 
 
If you do not advise against an assessment but also do not wish to attend the information meeting 
or be present at the capacity-to-consent assessment, you do not need to complete and return the 
Form. 
 





Suzanne Hardy   Dr Karen Glaser   Professor Anthea Tinker 
Chief Investigator  Reader in Gerontology  Professor of Social Gerontology 












The role of Assistive Technology for Activities of Daily Living in enabling families to care 
for relatives with dementia in their location of choice 
Study reference number: 12-IEC08-0025 
Please indicate Yes or No to the items below.  
1.     YES NO 
2. 1. I will be attending the relatives meeting at [CARE HOME] on [DATE 
AND TIME] and will speak to Suzanne there. 
  
   
 YES NO 
3. 2. I cannot attend the information meeting but would like to arrange a 
face-to-face information meeting with the Chief Investigator (Suzanne 
Hardy) at the care home. An appropriate date and time for me is 
________________ and my telephone number is ________________. 
The project researcher will be in touch to confirm a meeting time. 






Institute of Gerontology 
Department of Social Science, Health 
and Medicine 
King's College London  
King’s Building 











 YES NO 
4. 3. I would like to attend the capacity-to-consent assessment with my 
relative on [DATE AND TIME] (if you have a preferred specific time 






 YES NO 
4. I would like to attend the capacity-to-consent assessment but a 
more suitable date and time is _____________________, my 
telephone number is ___________________. (The Chief Investigator 
will be in touch to confirm this time). 
  
   
OR YES NO 
5. I would prefer for my relative not to be assessed for their capacity-
to-consent. My relative’s name is ___________________________. 
  
 
If you do not advise against an assessment but also do not wish to attend the information meeting 
or be present at the capacity-to-consent assessment, you do not need to complete and return the 
Form in the self-addressed envelope provided. 
Print name: ________________________________________________ 
Signature: _________________________________________________ 
Telephone number: _________________________________________ 




Resident Information Sheet 
 
 
Resident Information Sheet 
A study looking at Assistive Technology for Activities of Daily Living 
 
Hi, I’m Suzie Hardy       
 
         
I would like to ask you to take part in a study 
 





Institute of Gerontology 
King's College London  
King’s Building 







 I would like to look at your care record here at the 
home to understand who helped you in the past and who helps you now.  
 
 
 I may ask some family and friends, and carers here at the care 
home to be interviewed about your care. 
 
 
You can say                               or                  
 
 
 You can leave the study at any time 
 
 




Assessment of Capacity Form and Supported Decision-Making Form 
Assessing capacity-to-consent to participation in ‘The role of Assistive Technology for Activities of 
Daily Living in enabling families to care for relatives with dementia in their location of choice’ 
 
Ethics Reference Number: 12-IEC08-0025 
 
Name of person for whom assessment of capacity is being made:   
 




Specify decision in question: Consent to take part in the project – permission to view their care 
record and be the subject of family, friends, neighbours and keyworker interviews if chosen for Stage 
Two 
 
Assessment questions YES (on balance of 
probabilities) 
NO 
1) Is there an impairment or 
disturbance in the functioning 




YES impairment is present 
record symptoms/ behaviours, 
any relevant diagnosis 
 
 
If yes- continue questions 
a)–d) 
NO impairment is 
not present, record 
evidence (They will not 
lack capacity under the 
Act) 
 










2a) Despite all help given, is the person 
unable to understand the information 
relevant to the decision? Potential 
questions: What is your understanding 
of the decision in question? Do you think 
you understand what the research is 
about? Can you tell me why you think 
the decision needs to be made? Do you 
understand what will happen if you 
agree/don’t agree to take part? 
YES- unable to understand 
information. Record steps 
taken to explain information 
and views/evidence why they 
did not understand it. 
 




show they understood 
it. 
 
2b) Is the person unable to retain the 
information long enough to make the 
decision?  Potential questions: Can you 
tell me what you understand about the 
research? Can you tell me what you 
think will happen if you agree/don’t 
agree to take part? 
YES- unable to retain 
information, record any help 




NO- able to retain 
information, record 
evidence 
2c) Is the person unable to weigh the 
information as part of the decision 
YES- unable to weigh 
information, record evidence 




making process? What do you think will 
happen if you do/do not make this 
decision take part? What do you think 
will be good about taking part? Do you 
think there might be anything bad about 
taking part? Do you understand that you 
can say yes or no to taking part? Would 
you like to take part in the research? 
 evidence 
 
2d) Is the person unable to 
communicate the decision? Has the 
person indicated consent/refusal by 
using verbal or non-verbal (e.g. sounds) 
means of communication? 
YES- unable to 
communicate, record 
evidence 












Supported decision making form for project ‘The role of Assistive Technology for Activities of Daily 
Living in enabling families to care for relatives with dementia in their location of choice’ 
 
Ethics References Number: 12-IEC08-0025 
 
Question Yes/No Suggested action Describe action agreed and 
undertaken 
Does the person have all the 
relevant information needed to 
make the decision? If there is a 
choice, has information been 
given on the alternatives?  
 
  
Could the information be 
explained or presented in a way 
that is easier for the person to 
understand? Help should be given 
to communicate information 
wherever necessary. For example, 
a person with a learning disability 
might find it easier to 
communicate using pictures, 




Are there particular times of the 
day when a person’s 
understanding is better or is there 
a particular place where they feel 
more at ease and able to make a 
decision? For example, if a person 
becomes drowsy soon after they 
have taken their medication this 
would not be a good time for 
them to make a decision. 
 
  
Can anyone else help or support 
the person to understand 
information or make a choice? 







Resident Consent Form 
RESIDENT CONSENT FORM 
 
 
The role of Assistive Technology for Activities of Daily Living 
5.     YES NO 
6. I consent to my care record being viewed by the researcher to take 
information from it. 
  
7.    
8.  YES NO 
I have read and understood the resident information sheet and been 
given a copy. 
  
9.    
 YES NO 
I was given the opportunity to ask questions and I understand I can 
ask more if I need to. 
  
   
 YES NO 
I consent that my information can be stored at the Institute of 







Institute of Gerontology 
King's College London  
King’s Building 







 YES NO 
I understand that if I decide that I no longer wish to participate in this 
project, I can withdraw from it immediately without needing to give a 
reason. 
  
   
 YES NO 
I consent the anonymous data obtained from the information 
gathered will be used for analysis and research. 
  
   
 YES NO 
I would like to be sent information on the outcome of the study.   
   
 YES NO 
I consent to be contacted about future dementia research.   
 
Participant’s Statement: 
I _____________________ agree that the research project named above has been explained to me 
to my satisfaction and I agree to take part in the study. I have read/been read to both the notes 
written above and the information about the project, and understand what the research study 
involves. 
____________________   ___________________ 
Signed      Date 
Researcher’s Statement: 
I _____________________   assessed the participant’s capacity-to-consent to participate in the 
study and found them able to provide consent, explained the study and answered any questions 
from the participant honestly and fully. 
____________________   ___________________ 












We are researchers at King’s College London collaborating with [ANONYMISED CARE HOME 
ORGANISATION] in order to find out how the use of Assistive Technologies (ATs) for personal-care 
activities (that is, activities such as washing, dressing and eating) may play a role in enabling those 
families caring for a relative with a clinical diagnosis of dementia to care for them in their location of 
choice. The Social Care Research Ethics Committee has granted ethical approval for this project. 
 
We contacted you earlier in the year to let you know about the project, explain its aims and 
invited you to an information meeting about the project. We notified you of the potential 
forthcoming capacity-to-consent assessment with your relative, and provided you with the option to 
attend the assessment if you so wished. 
 
In accordance with the Mental Capacity Act 2005 we conducted a capacity-to-consent 
assessment with your relative to determine if they can make a decision on whether or not they 
would like to be in the project. Their participation concerns only permission for their care record to 
be viewed, and for their care circumstances and use of ATs to be the subject of interviews with 
family, friends and their keyworker, no other action will be required of them.  
 
It was assessed that your relative possesses capacity-to-consent to the research. They made 
a decision that they would participate in the project (permission to view their care record) and 
signed a consent form. This is a courtesy letter notifying you of this event. 
 
If you have any enquiries please do not hesitate to contact us using the details above. Many 





Suzanne Hardy   Dr Karen Glaser   Professor Anthea Tinker 
Chief Investigator  Reader in Gerontology  Professor of Social Gerontology 
PhD Researcher  PhD Supervisor  PhD Supervisor 
  
Institute of Gerontology 
King's College London  
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We are researchers at King’s College London collaborating with [ANONYMISED CARE HOME 
ORGANISATION] in order to find out how the use of Assistive Technology (ATs) for personal-care 
activities (that is, activities such as washing, dressing and eating) may play a role in enabling those 
families caring for a relative with a clinical diagnosis of dementia to care for them in their location of 
choice. The Social Care Research Ethics Committee has granted this project ethical approval. 
 
We contacted you earlier in the year to let you know about the project and explain its aims 
and invited you to an information meeting about the project. We notified you of the potential 
forthcoming capacity-to-consent assessment with your relative and provided you with the option to 
attend the assessment if you so wished.   
 
In accordance with the Mental Capacity Act 2005 we conducted a capacity-to-consent 
assessment with your relative to determine if they can make a decision on whether or not they 
would like to be in the project. Their participation concerns only permission for their care record to 
be viewed and for their care circumstances and use of ATs to be the subject of interviews with 
family, friends and keyworker, no other action will be required of them. Had it been assessed that 
they possessed capacity-to-consent, they would have made a decision on their participation in the 
project (permission to view their care record) and signed a consent form. 
 
It was assessed that your relative does not possess capacity-to-consent on this decision (NB 
the capacity-to-consent assessment refers only and specifically to the decision of participation in the 
research, it does not relate to their capacity to make any other decision). As such, you have been 
identified as a person interested in the welfare of your relative. We are contacting you to be your 
relative’s Personal Consultee in relation to this project. 
 
Your involvement 
We are asking you for advice as to whether in your opinion your relative would wish to take 
part in the project (have their care records viewed and their care circumstance to be the subject of 
interviews with family and professional carers) if they had capacity to make this decision. Please 
note that even if in your opinion your relative would participate in the project, their care record will 
not be viewed if: 
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1) They appear to object. 
2) If viewing the record would be contrary to an advanced decision or any other statement by them 
which has effect. 
 
We would like you to return the accompanying Personal Consultee Form in the enclosed 
stamped self-addressed envelope provided to indicate your opinion on this matter. If a reply is not 
received within three weeks we will be in further contact. 
 
If you have any enquiries please do not hesitate to contact us using the details above. Many 




Suzanne Hardy   Dr Karen Glaser   Professor Anthea Tinker 
Chief Investigator  Reader in Gerontology  Professor of Social Gerontology 








The role of Assistive Technology for Activities of Daily Living in enabling families to care 
for relatives with dementia in their location of choice 
Study reference number: 12-IEC08-0025 
 
Please indicate Yes or No to every item on the table below. Note that items 3 and 4 are 
opposing statements. 
    YES NO 
1. I understand that my relative has been assessed for the capacity-to-
consent to their participation or non-participation in the project and 
has been found not to possess capacity. Therefore I have been 
contacted to advise on the matter. 
  
   
 YES NO 
2. I understand that for this project, my relative’s participation only 
concerns their care record being viewed and mapped by the Chief 









Institute of Gerontology 
King's College London  
King’s Building 







 YES NO 
3. I advise that in my opinion, the wishes and feelings of my relative 
would be likely to lead them to agree to take part in the project, if 





 YES NO 
4. I advise that in my opinion, the wishes and feelings of my relative 
would be likely to lead them to decline to take part in the project, if 








Relative’s name: ____________________________________________ 
 
Relation to resident: _________________________________________ 
 








Of all 3 care homes, 16 care 
records were mapped 
Deceased: 1 
Invited 19 family members 
of 15 residents for 
interview. Keyworkers 
invited after positive family 
responses. 
Residents investigated in more 
detail: 10 
(11 family members and 10 
keyworkers interviewed) 
Refusals: Single family members 
of 5 residents. 
3 other family members refused 




Care home #1 
 
  
Records mapped: 2 
Invited 2 family members of 
2 residents for interview. 
Keyworkers invited based on 
positive family response. 
Residents investigated in 
more detail: 1 






Care home #2 
 
  
Records mapped: 6 
Invited 5 family members of 5 residents 
for interview, as 1 resident died. 




Residents investigated in 
more detail: 3 







Care home #3 
  
Care records mapped: 8 
Invited 12 family members of 8 
residents for interview. Keyworkers 
invited based on positive family 
response. 
 
Residents investigated in more 
detail: 6 
(7 family members and 6 
keyworkers interviewed) 
Refusals: 
Single family members of 2 
residents. 
3 other family members refused 





Family and friends’ interview topics 
Pre-interview 
Participant to re-receive the information sheet and asked to read it through. Participant to be given 
a brief introduction to the research that includes a description of ADLs (feeding, bathing, dressing, 
etc.) and the types of ATs for these activities that are the focus of the research. Participant to be told 
what will happen during the interview process and reminded that the interview will be recorded. 
Participant to be told that a transcript will be made from the digital recording. Participant to be told 
the method of analysis, reminded that they will remain anonymous, and that their data will be 
confidential. Participant given time to ask questions and sign two copies of the consent form, one of 




1. Can you tell me a little bit about [relative] and your relationship with them? Prompt: length 
and frequency of contact with them (may be a distant aunt etc.). 
 
2. What first made you and others aware of your relative’s dementia or cognitive problems? 
Were there any behaviours of particular concern? Prompt: loss or lapses of recent memory, 
mood changes or uncharacteristic behaviour, poor concentration, problems communicating, 
getting lost in familiar places, making mistakes in a previously learned skill (e.g. cookery), 
problems telling the time or using money, changes in sleep patterns and appetite, 
personality changes, visuo-spatial perception issues. 
 




Difficulties with tasks and resulting care for the relative before the relocation 
4. What difficulties with conducting personal-care tasks such as bathing, dressing or eating, 
did your relative experience before entering the care home?  Prompt: did you or your 
relative experience any areas of particular difficulty because personal-care was not being 
provided?   
 
5. What sort of informal care did your relative receive before entering the care home? What 
aspects were particularly challenging? Prompt: was this before or after the diagnosis? i.e. 
care from respondent, neighbours popping in 
 
6. Did you perform any kind of personal-care tasks for your relative? Prompt: if so, what kind 
of care tasks did you perform? Again, what was challenging? 
 
7. What aspects of their care were particularly rewarding for them and for you? 
 
8. Can you tell me about any formal health or social services your relative received before 
he/she went into the care home? What aspects were particularly challenging or rewarding? 








Assistive Technology use before relocation 
As you know we are particularly concerned with your experiences of personal-care for your relative, 
and the use of ATs for personal-care, at the time your relative was admitted to [care home]. By ATs 
we mean devices that may be used to assist with personal-care such as dressing, feeding and 
bathing. Give examples. 
 
9. Can you tell me whether any ATs were used for your relative’s care, and particularly if any 
of these were for bathing, dressing or feeding tasks, before your relative’s entry into the 
care home?  
 
If ATs were used: 
10. Can you tell me why these particular types of ATs were chosen and used? Prompt: who 
chose them? 
 
11. Can you tell me more about your experiences with these ATs? Prompt: particularly those for 
personal-care tasks. 
 
12. What was particularly helpful or unhelpful about the use of each Assistive Technology? 
Prompt: positive and negative perceptions, preferences and barriers. 
 
13. How do you think your relative felt about the use of these ATs for personal-care? Prompt: 
freeing up some caring time, maintain sense of autonomy? 
 
14. How did you source information on ATs?  What information did you find? Prompt: were 
there any difficulties in sourcing information? 
 
15. How did you obtain the ATs that were used? Prompt: were there difficulties obtaining ATs? 
 
16. Was health or social services involved in the use of these ATs? If so, how were they 
involved? Prompt: did they assess the care situation, provide free temporary or permanent 
ATs, etc.? 
 
If ATs were not used: 
17. Do you think using any type of ATs for any purpose would have helped you in caring for 
your relative? What do you think would have been useful and why? 
 
18. Do you think there would have been anything unhelpful about the use of ATs? 
 
19. What do you think prevented you or your relative from using ATs? 
 
20. If you had wanted to use ATs, how would you have got information on them?  
  
21. Where do you think you would have obtained ATs from? Prompt: different routes e.g. 
through formal or community services, information on ATs from dementia groups, adverts, 








The decision for relocation of care 
22. Can you tell me about the decision that was made to relocate your relative to [care home] - 
who was involved in the decision, when was it made and why? Was this your preferred 
choice? If not, what prevented you from having your preferred option? Prompt:  find out if 
resident was involved. 
 
23. Did difficulties with personal-care tasks contribute to the decision to relocate your relative?  
If so, how? Prompt: if so, did the use of ATs delay the relocation decision? If not, were any 
behaviours a contributing factor?  
 
24. Please could you tell me a little bit about your experiences of locating a care home that met 
[relative]’s particular needs? Prompt: the involvement of formal services in this, etc. 
 
 
In the care home 
25. Can you tell me a little bit about your relative’s care in the care home? Particularly has your 
relative begun to experience/ continued to experience difficulties with personal-care tasks 
such as washing and bathing, dressing and feeding?  
 
26. Do you know which ATs are currently used for your relative’s care in [care home]?   
 
27. If they have difficulties with personal-care tasks: Do you know which types of AT for 
personal-care are currently used? 
 
28. How do you feel about AT use at the care home?  How do you think your relative feels 
about their use? Do you use any ATs with them? 
 
 




Keyworkers’ interview topics 
Pre-interview 
Participant to re-receive the information sheet and asked to read it through. Participant to be given 
a brief introduction to the research that includes a description of ADLs (feeding, bathing, dressing, 
etc.) and the types of ATs for these activities that are the focus of the research. Participant to be told 
what will happen during the interview process and reminded that the interview will be recorded. 
Participant to be told that a transcript will be made from the digital recording. Participant to be told 
the method of analysis, reminded that they will remain anonymous and data will be confidential. 
Participant given time to ask questions and sign two copies of the consent form, one of which to be 




1. Please could you describe the care and dementia care training and relevant qualifications 
you have to me? 
 
2. How long have you worked at [care home]? 
 
3. How long have you known [resident]? 
 
 
The resident and their difficulties with tasks 
4. Can you tell me a little bit about [resident]?  
 
5. Can you tell me about [resident’s] care? What aspects of their care are particularly 
challenging? What aspects of their care are particularly rewarding? 
 
6. What difficulties does [resident] have with daily tasks and particularly those regarding 




Assistive Technology use 
7. What kinds of ATs for personal-care tasks are used with [resident]? Why are these particular 
ATs used? What benefits and disadvantages are there of the ATs that are used? 
 
8. Could you please tell me what kinds of ATs for other types of tasks are used for [resident]? 
Why are these particular ATs used? 
 
9. How are decisions about AT use for ADLs made and who makes these decisions?   
 
10. Do you know what [resident] thinks about AT use? 
 
 
No use of ATs 
11. Do you think using any type of ATs would help you in caring for the resident?  If so, what do 






Relationship with the resident’s family and friends 
12. Can you tell me if [resident’s] family and friends have involvement in their care? Are they 
involved in personal-care tasks? 
 
If relatives are involved in care: 
13. Do [resident’s] family and friends use any of the ATs that are available to assist in their care?  
 
14. Does the resident’s family and friends have their own personal ATs that they use for 
assisting the resident when visiting? (if known) 
 
 
Perceptions of AT use 
15. Do you think AT use in the care home can facilitate or hinder relationships between the care 
home staff and the resident’s family and friends? If so, how? 
 
 















We are researchers at King’s College London collaborating with [ANONYMISED CARE HOME 
ORGANISATION] in order to find out how the use of Assistive Technologies (ATs) for personal-care 
activities (that is, activities such as washing, dressing and eating) may play a role in enabling those 
families caring for a relative with a clinical diagnosis of dementia to care for them in their location of 
choice. This research is important because even though studies have shown that AT plays an 
important role in personal-care, and may act to delay admission to more intensive services, little 
research has investigated this issue among those with a cognitive impairment. We are therefore 
inviting family members and friends who have a relative with a clinical diagnosis of dementia 
currently residing in an [ANONYMISED CARE HOME ORGANISATION] care home to take part in this 
study. You have been chosen to be invited to participate in this study, although you are under no 
obligation to take part. 
 
Background to the study 
This study came about because although we know that AT plays an important role in 
personal-care, we know little about whether it acts to delay admission to more intensive services 
especially among those with cognitive impairments such as dementia. Difficulties with personal-care 
are important as we know that those with dementia experience significant declines in physical 
functioning. We therefore wish to find out more about the difficulties faced by those caring for a 
relative or friend with dementia and how these are related to entry into a care home. We also wish 
to understand what types of ATs, if any, are used for personal-care among those caring for an older 
relative prior to admission to a care home, and carer’s preferences with respect to the use of ATs for 
personal-care.  Finally, on care home admission we wish to understand how ATs for personal-care 
can best be used to improve both late-life care and social and family connections. 
 
What does the project involve? 
In collaboration with [ANONYMISED CARE HOME ORGANISATION], ‘care maps’ were created 
in the initial stage of this study for each person with a clinical diagnosis of dementia residing in an 
[ANONYMISED CARE HOME ORGANISATION] care home. These ‘care maps’ identified your relative’s 
keyworker at the care home, their main informal carer and any other relevant family members and 
friends. The second stage involves interviews with those identified such as yourself about 
perceptions of your family member or friend’s difficulties with personal-care, the role of AT (if any) 
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in assisting with personal-care, and how these difficulties with personal-care related to care home 
entry. Should you wish to participate, your relatives’ [ANONYMISED CARE HOME ORGANISATION] 
keyworker will also be interviewed about your relative’s care circumstances and AT use in order to 
understand their perceptions of how AT for  can best improve late-life care on admission to a care 
home as well as social and family connections.  
 
How can I find out more? 
Please find enclosed the Information Sheet which explains more about the study. If you have 
any enquiries please do not hesitate to contact us via the above details. 
 
How do I get involved or decline to participate? 
Please complete and return the enclosed Study Form in the stamped self-addressed 
envelope within three weeks indicating if you would or would not like to participate. If we have not 
heard from you by this time, a researcher will telephone you to discuss the project. If you would like 
to take part they will arrange a time and date at your convenience for the interview.   
 





Suzanne Hardy   Dr Karen Glaser   Professor Anthea Tinker 
Chief Investigator  Reader in Gerontology  Professor of Social Gerontology 








Study reference number: 12-IEC08-0025 
Family and Friends’ Study Form 
 
I have read the information provided and would be happy for a researcher to contact me to  discuss 
the study and with regards to arranging an interview 
 








Print name: ________________________________________________ 
Signature: _________________________________________________ 
 






Please return this form in the stamped self-addressed envelope provided. 
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Family and Friends’ Information Sheet 
The role of Assistive Technology for Activities of Daily Living in enabling families to care for 






You are invited to take part in this research study. Before you decide, it is important for you to 
understand why the research is being done and what it will involve. Please take time to read the 
following information carefully and discuss it with others if you wish. Ask us if there is anything that 
is not clear or you would like more information. Your participation is completely voluntary. 
 
What is the purpose of the study? 
The aim of this study is to understand carers’ experiences of the difficulties that people with 
dementia may face in carrying out personal-care tasks and how these may be related to the need for 
entry into a care home. We also wish to understand carers’ and keyworkers’ perceptions of the role 
of Assistive Technologies (ATs) (if any) in assisting with personal-care activities among those with 
dementia. 
 
In collaboration with [ANONYMISED CARE HOME ORGANISATION] ‘care maps’ were created 
in the first stage of the study for all residents with a clinical diagnosis of dementia in an 
[ANONYMISED CARE HOME ORGANISATION] care home. These ’care maps’ identified the people 
around each person with dementia who are involved in their formal or informal care.  
 
In the second stage of the study, we would like to interview the people identified, such as 
yourself, about your perceptions of your family member or friend’s difficulties with , the role of AT (if 
any) in assisting with , and how these difficulties were related to entry into a care home. 
[ANONYMISED CARE HOME ORGANISATION] keyworkers will also be interviewed about your 
relative’s care circumstances and AT use in order to understand their perceptions concerning how 
AT for personal-care can best be used to improve late life-care and social and family connections.  
 
What will I have to do if I take part? 
At a time convenient for you the researcher will arrange to interview you. This interview can 
take place anywhere convenient for you. A quiet room in the care home will be designated to the 
Please read the following information before you decide 
whether to participate in this research 
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researcher for interviews, or if preferred it can occur at your home or place of work. The interview 
can occur during the day, evening or at weekends.  
 
To begin, you will again have the opportunity to read this Information Sheet, sign a Consent 
Form and have the opportunity to ask questions. The interview will concern your perceptions and 
experiences of the difficulties in assisting with your relative’s personal-care needs and how these 
may have been related to the need for entry into a care home.  We will also ask about the use of AT 
in relation to personal-care. The interview will have some set questions but will be more of an 
informative conversation, as you talk about your own experiences. The interview will last for 
approximately one hour and be recorded, subject to your permission, so that verbatim transcripts 
can be created from the recording.  
 
Do I have to take part? 
No, it is up to you to decide whether or not to take part. If you decide to take part you are 
still free to withdraw any data you have provided at any time up until the interview is transcribed 
and without giving a reason. A decision not to participate in the study will not impact upon your 
relationship with the care home in any way.  
 
What are the possible benefits of taking part? 
There are no immediate benefits to taking part. However participating in research projects is 
often a rewarding and interesting experience. The information we get from the study will help to 
better understand the use of AT in people’s homes and the role AT plays in enabling families to care 
for a relative with dementia in their location of choice. 
 
What are the possible disadvantages of taking part? 
There are no foreseeable risks in taking part in the study. The main disadvantage to taking 
part in the study is that you will be donating around an hour of your time 
 
 It is possible that you may find answering some of the questions distressing or upsetting.  If 
this occurs you may wish to pause or stop the interview. You could then: terminate and withdraw 
your data (the interview recording would be deleted), terminate the interview and allow the 




Everything you say in the interview is confidential unless you report something that indicates 
you or someone else is at risk of harm. The interviewer will discuss this issue with you before telling 
anyone else. 
  
Your participation is voluntary. If you change your mind, you are free to stop your 
participation and to have your data withdrawn without giving any reason. All data for analysis will be 
anonymous. 
   
What if something goes wrong? 
We don’t envisage any major risks associated with taking part in this study. If this study has 
harmed you in any way you can contact King’s College London using the details at the bottom of this 






What will happen to the results of the study? 
The findings will be used to contribute towards wider research in the areas of AT and 
dementia. The results of the study will be represented in scientific journals and a research thesis, 
and will be used to inform policy. A report of the study findings can be sent to you once the research 
has been completed.   
 
Contact for further details:   
 
Suzanne Hardy       Dr Karen Glaser 
Chief Investigator and PhD Candidate   Reader of Gerontology and PhD Supervisor 
Institute of Gerontology    Institute of Gerontology 
King's College London      King's College London  
King’s Building      King’s Building  
The Strand       The Strand 
London       London 
WC2R 2LS      WC2R 2LS 
Email: [EMAIL ADDRESS]    Email: [EMAIL ADDRESS] 
 
Professor Anthea Tinker       
Professor of Social Gerontology and PhD Supervisor    
Institute of Gerontology     
King's College London       
King’s Building       
The Strand        
London        
WC2R 2LS       
















We are researchers at King’s College London collaborating with [ANONYMISED CARE HOME 
ORGANISATION] in order to find out how the use of Assistive Technologies (ATs) for personal-care 
activities (that is, activities such as washing, dressing and eating) may play a role in enabling those 
families caring for a relative with a clinical diagnosis of dementia to care for them in their location of 
choice. This research is important because even though studies have shown that ATs play an 
important role in personal-care, and may act to delay admission to more intensive services, little 
research has investigated this issue among those with a cognitive impairment. We are therefore 
inviting the keyworkers of residents with a clinical diagnosis of dementia currently residing in an 
[ANONYMISED CARE HOME ORGANISATION] care home to take part in this study. You have chosen 
to be invited to participate in this study, although you are under no obligation to take part. 
 
Background to the study  
This study came about because although we know that ATs play an important role in 
personal-care, we know little about whether it delays admission to more intensive services 
especially among those with cognitive impairments such as dementia. Difficulties with personal-care 
are important as we know that those with dementia experience significant declines in physical 
functioning. We therefore wish to find out more about the difficulties faced by those caring for a 
relative or friend with dementia and how these are related to entry into a care home. We also wish 
to understand what types of ATs, if any, are used for  among those caring for an older relative prior 
to admission to a care home, and carer’s preferences with respect to the use of AT for personal-care. 
Finally, on care home admission we wish to understand how ATs for personal-care can best be used 
to improve both late-life care and social and family connections. 
 
What does the project involve? 
We have created a ‘care map’ for each resident with a clinical diagnosis of dementia that 
you are a keyworker for. The aim was to create a detailed picture of these residents’ care and social 
networks, including their formal carer(s), main family carer, and other relevant family members and 
friends who have knowledge of their care before and after they came to live at the care home. This 
involved working through the residents’ care record.  
 
The second stage of the project involves selecting a number of residents to investigate in 
more detail. We will be conducting interviews with selected family members and friends about their 
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relative with dementia’s difficulties with personal-care, the role of AT (if any) in assisting with 
personal-care, and how these difficulties associated with personal-care were related to care home 
entry. As an [ANONYMISED CARE HOME ORGANISATION] keyworker for a resident who has been 
selected, we are inviting you to an interview to understand how AT for personal-care can best 
improve late-life care and social and family connections at a the care home in relation to the person 
you are a keyworker for. This interview will be conducted during your working hours. If the family of 
the resident does not wish to be interviewed, you will not be interviewed about the resident. 
 
How can I find out more? 
Please find enclosed the Information Sheet which explains more about the study. If you have 
any enquiries please do not hesitate to contact us via the contact details. 
 
How do I get involved or decline to participate? 
If you would prefer not to be contacted by the research team regarding an interview please 
return the enclosed Study Form in the stamped self-addressed envelope within three weeks stating 
that you do not wish to be contacted. If we have not heard from you by this time, a researcher will 
telephone you at the care home to discuss the project. If you would like to take part they will 
arrange a time and date at your convenience to meet with you.   
 





Suzanne Hardy   Dr Karen Glaser   Professor Anthea Tinker 
Chief Investigator                 Reader in Gerontology                 Professor of Social Gerontology 








Study reference number: 12-IEC08-0025 
Keyworker Study Form 
 




Print name: ________________________________________________ 
Signature: _________________________________________________ 
Care home: ________________________________________________ 
 
 Please return this form in the stamped self-addressed envelope provided. 
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Keyworker Information Sheet 
The role of Assistive Technology for Activities of Daily Living in enabling families to care for 






You are invited to take part in this research study. Before you decide, it is important for you to 
understand why the research is being done and what it will involve. Please take time to read the 
following information carefully and discuss it with others if you wish. Ask us if there is anything that 
is not clear or you would like more information. Your participation is completely voluntary. 
 
What is the purpose of the study? 
The aim of this study is to understand carers’ experiences of the difficulties that people with 
dementia may face in carrying out personal-care tasks and how these may be related to the need for 
their relative’s entry into a care home. We also wish to understand keyworkers’ and family carers’ 
perceptions of the role of Assistive Technologies (ATs) (if any) in assisting with personal-care 
activities such as washing, dressing and feeding among those with dementia. 
 
What will I have to do if I take part? 
We have already created ‘care maps’ for each resident with a clinical diagnosis of dementia 
in [ANONYMISED CARE HOME ORGANISATION] care homes. These ‘care maps’ identified the people 
around each person with dementia who are involved in their formal or informal care. We would like 
to select a number of those thus identified for interview; that is, family members and friends as well 
as keyworkers. Interviews with keyworkers will investigate their perceptions of the different ATs 
used for personal-care tasks with the person with dementia whilst in the care home, their 
perceptions of AT’s effectiveness in improving or maintaining the resident’s sense of independence, 
and AT’s usefulness in improving social relations with others residing in the care home and with the 
individual’s family members and friends. 
 
The interview will take place in a designated quiet room at the care home. To begin, you will 
again have the opportunity to read this Information Sheet, sign a Consent Form and ask questions. 
The interview will concern your perceptions of how ATs have been used with the person with 
dementia and its value, and whether ATs can improve care home and family relations. The interview 
Please read the following information before you decide 
whether to participate in this research 
Room K4U.13 
Institute of Gerontology 
Department of Social Science, Health 
and Medicine 
King's College London  
King’s Building 










will have some set questions but will be more of an informative conversation, as you talk about your 
own perceptions and experiences. The interview will last for approximately one hour and be 
recorded so that verbatim transcripts can be created. You are free to withdraw any data you have 
provided at any time up until it is transcribed and without giving a reason. 
 
Do I have to take part? 
No, it is up to you whether you take part in either stage of the study. If you decide to take 
part you are still free to withdraw any data you have provided at any time up until the interview is 
transcribed and without giving a reason. A decision not to participate in the study will not impact 
upon your relationship with the care home in any way. 
 
What are the possible benefits of taking part? 
There are no immediate benefits to taking part. However participating in research projects is 
often a rewarding and interesting experience. The information we get from the study will help to 
better understand the use of ATs in people’s homes and the role ATs play in caring for a person with 
dementia. 
 
What are the possible disadvantages of taking part? 
There are no foreseeable risks in taking part in the study. The main disadvantage to taking 
part in the study is that you will be donating around an hour of your time. However interviews will 
be arranged during work hours at a time most convenient for you and your workload, as agreed by 
the care home manager. 
 
It is possible that you may find answering some of the questions distressing or upsetting. If 
this occurs you may wish to pause or stop the interview. You could then: terminate and withdraw 
your data (the interview recording would be deleted), terminate the interview and allow the 




Everything you say in the interview is confidential unless you report something that indicates 
you or someone else is at risk of harm. The interviewer will discuss this issue with you before telling 
anyone else. 
 
Your participation is voluntary. If you change your mind, you are free to stop your 
participation and to have your data withdrawn without giving any reason. All data for analysis will be 
anonymous. 
   
What if something goes wrong? 
We don’t envisage any major risks associated with taking part in this study. If this study has 
harmed you in any way you can contact King’s College London using the details at the bottom of this 
Information Sheet for further advice and information.  
 
What will happen to the results of the study? 
The results will be used to contribute towards wider research in the areas of AT and 
dementia. The results of the study will be represented in scientific journals and a research thesis, 
and will be used to inform policy. A report of the study findings can be sent to you once the research 





Contact for further details:   
 
Suzanne Hardy       Dr Karen Glaser 
Chief Investigator and PhD Candidate   Reader of Gerontology and PhD Supervisor 
Institute of Gerontology    Institute of Gerontology 
King's College London      King's College London  
King’s Building      King’s Building  
The Strand       The Strand 
London       London 
WC2R 2LS      WC2R 2LS 
Email: [EMAIL ADDRESS]    Email: [EMAIL ADDRESS] 
 
Professor Anthea Tinker       
Professor of Social Gerontology and PhD Supervisor    
Institute of Gerontology     
King's College London       
King’s Building       
The Strand        
London        
WC2R 2LS       




Interviewee Consent Form 




The role of Assistive Technology for Activities of Daily Living in enabling families to care 
for relatives with dementia in their location of choice 
Please complete this form after you have read the Information Sheet and/or listened to an 
explanation about the research. 
 YES NO 
I have read the information sheet and been given a copy. I was given the opportunity to 
ask questions. 
  
   
 YES NO 
I consent to my interview being recorded.   
   
 YES NO 
I consent that the information I provide about me and the care home resident with a 
clinical diagnosis of dementia can be stored at the Institute of Gerontology until the 
research is completed. Any future work or extension of the project will be subject to 
review by a research ethics committee. 
  
   
 YES NO 
I understand that if I decide that I no longer wish to participate in this project, I can notify 
the researchers involved and withdraw from it immediately without giving any reason. 
Furthermore, I understand that I will be able to withdraw my data up to the point of 
transcription. 
  
   
Institute of Gerontology 
King's College London  
King’s Building 







 YES NO 
I consent the anonymous data obtained from the information gathered will be used for 
analysis and research. 
  
   
 YES NO 
I consent to be contacted about future dementia research.   
   
 YES NO 




I _____________________ agree that the research project named above has been explained to me 
to my satisfaction and I agree to take part in the study. I have read both the notes written above and 
the Information Sheet about the project, and understand what the research study involves. 
____________________   ___________________ 




I _____________________ have explained the study and answered any questions from the 
participant honestly and fully. 
 
____________________   ___________________ 




Appendix 5: Stage One vignettes 
Case A Stage One vignette 
Case A is a female in her early 80s. She has VaD, which was diagnosed seven years ago. 
 
Pre-relocation 
Case A was born in a different area of the country to where she now lives. Of multiple siblings, only 
Case A and one sister are still alive. She married her husband in the 1950s but was widowed in the 
1970s. Her first daughter died at only a few months old due to a chronic illness. Her adult daughter, 
‘A1’, has the same condition as her deceased sister, and up until the mid-2000s Case A would have 
to get up early every day to help A1; now she enjoys a lie-in. She also likes travelling and cruises, TV 
soaps and reading her newspaper. At home she was diagnosed with kidney disease, hypertension, 
spinal stenosis and depression.  
 
Relocation, capacity and care home life 
Case A relocated to the care home in February 2012. She is unaware of her dementia. Although she 
has been honestly told why she lives at the care home, she thinks she is there for a holiday while her 
daughter gets better. She also believes that she should go home every evening, in the belief that she 
works at the care home. She sometimes thinks that Care home #1 is a house where the staff live and 
that she is visiting them, having walked there that morning. She can be unsettled and express a wish 
to go home, collecting personal items before she ‘leaves’ to walk throughout the corridors.  
 
The decision to relocate was made by her daughter as Case A is vulnerable and there were 
safeguarding concerns. Capacity assessments show that she is able to make some daily choices but 
lacks capacity to make decisions regarding her care and safety. Although she has insight, confusion 
distresses her. She can confuse reality with delusions. She constantly repeats questions and 
conversations. She has occasional difficulty communicating with others.  
 
She is often visited by her daughter, and sometimes by her son-in-law and her friends. Her daughter 
also takes Case A out for lunch and to medical or social appointments.  
 
Case A smokes up to two cigarettes per day. The care home staff take her outside for a cigarette, 
although she may sometimes use an e-cigarette indoors. She reads a daily paper. She has lots of 
memories when looking at old photos. She requires staff assistance to participate in social activities 
and to support and manage her mental well-being, sexuality, spirituality, anxiety and depression. 
Her anxiety is related to cigarettes and her wish to go to the shop to buy more. She is generally able 
to sleep well although the activities that form her night routine require some support. Her bed call-
bell is kept within her reach at night. 
 
Medical and sensory conditions 
In addition to VaD her co-morbidities include: a stroke, arthritis, osteoporosis, cataracts, two hip 
replacements, hypercholesterolemia, a knee replacement, and proneness to UTIs. Her blood 
pressure has decreased from a first reading of 158/62mmHg (considered high) to a most recent 
reading of 140/73mmHg (considered pre-high). She has painful knees, shoulders and legs because of 
arthritis and has laser acupuncture and Movelat gel applied to alleviate this. She has no problems 





In May 2013 she had blood in her knickers but said it was a period that comes and goes. Staff found 
no blood coming from her vaginal or anal area. She was referred to the GP who referred her for a 
vaginal scan. No more information than this was in the care record at the time of mapping. 
 
She is fully dependent on staff for administration of medications. She takes 30mg Atalopram daily 
for depression. She is sometimes reluctant to take her medication.  
 
Mobility and orientation 
Although not at risk of falls according to her STRATIFY score, Case A occasionally requires support 
from carers when transferring due to poor balance and pain in her knees. However her balance 
when sitting is good. Staff have recently noticed that she sometimes becomes breathless on 
exertion. She has a stick for walking but refuses to use it. 
 
She has disorientation of time, person and place. She is sometimes unable to locate her bedroom or 
bathroom if tired.  
 
Case A’s bedroom contains a low divan bed to enable her to transfer into it more easily. She had a 
Bed-Rail Assessment in February 2013, but does not require them.   
 
Washing, bathing and skin integrity 
Although Case A can perform personal hygiene activities herself she sometimes requires verbal 
prompting with these. For example on one day in April 2013 she took herself to the shower room 
and independently had a shower and washed her hair. On another day in the same month she 
required prompting and supervision to shower. She may sometimes be confused about whether she 
had a shower or not when asked later in the day. She is known to prefer a daily shower but 
sometimes refuses it. Her Risk Assessment shows that Case A is able to use the walk-in shower room 
alone. She reads the step instructions on the bathroom wall to guide her when showering alone. 
 
Frequent Waterlow Pressure Risk Assessments demonstrate that Case A has changed from being At 
Risk to at Very High Risk of having pressure sores. Therefore she is encouraged to keep mobile.  
 
Grooming 
Case A has her own teeth. She can perform oral-care activities but sometimes requires verbal 
prompting by staff or the toothpaste to be put onto her toothbrush and left for her to notice and use 
later. Carers must ensure her nails are clean. Case A requires help to dry her hair. 
 
Dressing and body temperature 
Although she requires minimal dressing assistance, Case A is usually helped to put on a bra by one 
carer because of a stiff shoulder. She can usually prepare herself for bed.  She needs to be 
encouraged to change clothes as she can wear items for multiple days. She cannot perceive laundry 
as being dirty even if there are visible marks and so can be reluctant to change when it is suggested 
to her. As such carers have put a sign in her en-suite reminding her of what to do with dirty laundry. 
She sometimes puts on clothes incorrectly. She has few problems with managing her own body 
temperature but if leaving the care home she may need reminding to put on a coat.  
 
Bathroom use and continence 
Case A is usually able to locate her toilet. She has a raised, winged toilet seat in her bathroom. She is 
not incontinent, and requires one laxative drink per day for constipation. She does not like its taste 





Her height is 152cm and her weight is 70.7kg, translating into a Body Mass Index of 30.6kg/m² 
(obese). She has low risk of malnutrition. She must drink plenty of fluids to prevent recurring UTIs. 
 
She eats and takes fluids well, although at a slow pace. She can make herself a cup of tea and 
prepare snacks in the dementia ward kitchenette. She has had a Risk Assessment for the kettle. She 
is sometimes reminded to come to the dining room for meals. On one occasion in May 2013 she ate 
salad cream believing it to be yoghurt. She is not allowed alcohol because of her pain medication but 
has non-alcoholic beer some evenings.  
 
End of life plan 
A DNR Form was completed in September 2012. Case A has been assessed as unable to make her 
own arrangements regarding the end of her life. Her notes on palliative care show that the 





Case B Stage One vignette 
Case B is a female in her mid-90s. She has VaD. 
 
Pre-relocation 
She married her husband in the 1940s but is now widowed. She has one daughter, B1, two 
grandsons and one great-grandson.  
 
Relocation, capacity and care home life 
She relocated to the care home in February 2009. Prior to her institutionalisation, the records show 
that Case B lived in the same address as her daughter, B1.  
 
When she entered the care home she had the capacity to make some uncomplicated everyday 
decisions regarding her care. Now, her capacity level leaves her vulnerable. 
 
When Case B first moved to the care home she was able to communicate with staff, although the 
notes advised them to speak clearly and at eye contact level otherwise she would not understand 
what they were saying. Now she has difficulty communicating with others. She reacts very badly to 
loud noises so has her favourite music on the radio, such as Mozart and Bach pieces, to soothe her. 
She used to express her fear of being mentally ill, and does not know about her dementia. She also 
frequently said she wanted to go home and wanted her parents to come and fetch her. Before she 
was bed-bound she required staff assistance to participate in social activities and to support and 
manage her mental well-being, behaviour, sexuality, spirituality, anxiety and depression. She often 
showed signs of anxiety such as calling out ‘help’, although she did not always know why she called 
‘help’ just felt she needed ‘help’ at that time. Reassurances from staff helped this most of the time. 
She also intermittently appeared low in mood. Staff managed these behaviours with distraction 
techniques such as asking her to fold napkins and sort socks. Now she cannot do these activities. She 
also banged her head or bit her finger when agitated. Sometimes this was related to her increasing 
obsession with using the toilet and being anxious about continence accidents. As she could not get 
to the toilet without help she would scream or bang doors until she was attended to. There was a 
noticeable reduction in calling out by November 2012 due to illness. After that she was generally 
very calm.  
 
Before she was bed-bound and uncommunicative, if she felt sleepy she would go to the sofa, pat it 
and ask to lie down on it for a while. She generally has a disturbed sleep pattern and can be 
confused on waking. She only sleeps for short periods of time. 
 
Medical and sensory conditions 
In addition to her VaD, Case B’s co-morbidities include: osteoporosis, migraines, occasional UTIs, 
constipation and epistaxis (nosebleeds). She has poor eyesight. Although she has an annual eye test 
the optician is unable to check her properly because of her dementia. She has a hearing aid for 
deafness. She requires staff to administer all her medication.  
 
Mobility and orientation 
Although she was mobile when she relocated, Case B is now bed-bound. Prior to being bed-bound 
Case B had poor mobility and slight pain on movement. Sometimes she could walk with the help of 
two carers for short distances. She could self-propel in a wheelchair and had a Risk Assessment for a 
lap belt for this when she first arrived at the care home. In November 2012 she was assessed by the 
physiotherapist for a water-chair but one could not be found to fit her body. Case B is now bed-




When she was mobile, her poor short-term memory meant that she needed prompts and reminders 
to remain oriented. When she could speak she asked frequently where she was and the day and 
year. As soon as she left her bedroom she could not remember where she was and went into other 
resident’s rooms looking for her room. 
 
She had a bed-rail assessment in May 2010 because she was at risk of falling out of bed. The 
assessment noted that she feels secure with them on and holds on to them. There are also full-
length bumpers for these. The bed-rails are removed during ADL care. She does not require a 
pressure alarm system because of her immobility. 
 
Washing, bathing and skin integrity 
Case B receives bed baths. She doesn’t mind about the gender of carers when she is washed.  
Her Waterlow score demonstrates that she is at Very High Risk of pressure sores of the sacrum and 
other areas because of being bed-bound. As such she has cream applied to her skin and is 
repositioned every two hours with slide-sheets. The skin at the back of her knees requires special 
attention because of her contracted legs. 
 
Grooming 
There were minimal data in the care record regarding grooming activities. She used to enjoy putting 
on lipstick but no longer wears it. 
 
Dressing and body temperature 
Case B receives full support to dress, although is encouraged to choose her clothes if possible. In the 
past she was particular about her clothes and preferred beige and other neutral colours. She has to 
wear socks to stop her toenails scratching her in between podiatrist visits.  
 
Bathroom use and continence 
Case B is doubly incontinent. She used to display challenging behaviour such as screaming, self-harm 
and banging furniture when anxious about her need to go to the toilet and lack of staff attendance. 
Before she was bed-bound it was noted that she was only incontinent at night so staff used a yellow 
continence pad and put her on the commode twice during the night. She now uses continence 
protection pads exclusively for her elimination needs as her contracted leg means she cannot sit on 
a toilet or commode. She is also on Laxide (a laxative drink) to help her open her bowels.  
 
Eating 
Her weight when she moved to the care home was 57.5kg and has changed over time: 42.6kg in July 
2012 then up to 47kg in November 2012, down to 41.6kg in February 2013 then up to 46kg in April 
2013. The stand-aid hoist is used to lift her up and weigh her. Her BMI has ranged from 23.9kg/m² to 
a low of 19kg/m² (both still in normal weight range). 
 
Case B is fed by staff during meals who are instructed not to rush her and to ensure her mouth is 
clear in between mouthfuls. Food is now liquidised and drinks are thickened as she has swallowing 
issues related to reflux for which she was treated in the past. A SALT assessment in May 2011 
showed she had reduced oro-motor musculature and a slight tremor in her tongue. Her portions are 
smaller to help reduce clear phlegm that was coming up after food. Her reflux was also managed by 
suctioning around her mouth (not behind the throat).  
 
End of life plan 
A DNR Form was completed in January 2013. Case B has been assessed as unable to make her own 
arrangements regarding the end of her life.  
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Case C Stage One vignette 
Case C is a male in his mid-80s. He has AD which was diagnosed 12 years ago. 
 
Pre-relocation 
Case C married his wife in the 1950s and had one son and one daughter. However his son died aged 
18 years. His daughter has four children. He lived at home with his wife, ‘C1’, in a bungalow in the 
same town where Care home #2 is located. They moved to the bungalow in approximately 2006 
when his AD progressed. At home he had six-monthly reviews by Older People’s Mental Health to 
track the progression of his dementia. He was incontinent and had pads for these. One formal carer 
entered the house three times per day to assist with personal care, change his continence pad and 
assist with other toileting activity. They also put him to bed in the evening. C1 paid £60 for a private 
sitter once a week on Tuesdays. She also paid £10 to a charity for a few hours respite care on 
Thursdays. Case C had a total cholecystectomy (to remove his gall bladder) in 2000 and an inguinal 
hernia in 2001. He used a walking frame after a fall in September 2001. Case C has a PhD in Science 
and likes science documentaries, history, railways, travel and wildlife. 
 
Relocation, capacity and care home life 
Case C relocated to the care home in August 2012. The decision to relocate came after the County 
Council conducted a comprehensive health and social care individual needs assessment in August 
2012. The outcome of this was a recommendation to a care home. This was because C1, who was 
the main carer, found providing assistance to Case C increasingly difficult due to his changing 
physical ability when transferring; he had problems with mobility even with the use of a frame and 
carer supervision. Case C expressed his wish to stay at home but agreed that he didn’t want to put 
his wife in a position she was struggling with. He was also having problems retaining information. 
 
C1 visits Case C regularly according to the daily log in the care record. She is very involved in his care. 
 
In March 2013, Case C had a marked deterioration in function that occurred over a one-week period. 
From then, he now no longer responds to commands. He has fluctuating capacity which leaves him 
vulnerable. He cannot express his needs through verbal communication alone or understand 
requirements of others, but may use non-verbal communication. He will only speak when spoken to. 
Case C requires a high level of support to take part in activity programmes or fulfil his social needs. 
He used to take part in social activities such as quizzes, games poetry and reminiscence activities. He 
should not watch violent films but enjoys rugby. He appears settled both mentally and emotionally 
with no anxiety. He exhibits calm behaviour. Although he spends a lot of time in his room, he is not 
depressed. He does not require assistance to sleep. When asleep, his door is closed but he is 
checked hourly by night staff. 
 
Medical and sensory conditions 
Case C was on Galantamine Syrup for AD, 12mg in the morning and 12mg in the evening. This had 
been changed from a chew tablet after he began to have difficulties taking it. The notes do not 
clarify whether he still takes this syrup.  
 
In addition to AD, he experienced a chest infection in November to December 2012. In April 2013, he 
was coughing and so sat up to aid his breathing; he spat out his cough medicine. In June 2012, he 
collapsed. This was attributed to temporal lobe atrophy consistent with a symptomatic postural drop 






Mobility and orientation 
A STRATIFY assessment demonstrated that Case C is a High Falls Risk as he can forget that he cannot 
walk on his own. He can move his arms but his other mobility is restricted. He must have two carers 
who use a hoist and handling belt for all of his transferring activities, including sitting on the toilet. 
He sometimes uses a walking frame plus two carers to walk but commonly has a wheelchair. He can 
reposition himself when sitting a chair but may need prompting to push himself back. No stairs 
assessment is required because his bedroom is on the ground floor and he is unlikely to use the 
stairs. He has no pain at movement or at rest. 
 
He has marked disorientation of time, person or place and fails to recognise and appropriately use 
everyday items. He cannot locate his bedroom.  
 
Two carers must use a slide-sheet to reposition him while in bed. The height of his bed can be varied 
as appropriate for the carer. He has bed-rails but not bumpers on these as the care record notes that 
he doesn’t try to get out of bed on his own. However it previously noted that he might. There is 
therefore inconsistency in the written record as to whether bed-rail bumpers are or are not needed. 
The bed-rail, mattress and bed surround are appropriately spaced to prevent risk of entrapment. 
Whether he has or does not have a pressure-relieving mattress is indeterminable from the care 
record. He does not have soft cushioning on the floor or a pressure alarm system.  
 
Washing, bathing and skin integrity 
Case C requires two care staff to assist with bathing, bed bathing or other washing activity. Staff 
shampoo his hair. He uses the bath hoist if having a traditional bath. Case C is washed by male and 
female staff and there are no concerns registered by his family about this. 
 
Waterlow Pressure Risk Assessments have shown that Case C may be at risk of pressure sores, 
although he has had none so far. Care home staff cream his head, legs and arms to help with skin 
integrity and manage eczema. 
 
Grooming 
Case C receives shaves with an electric razor or sometimes has a wet shave. Care home staff conduct 
these activities on him. 
 
Dressing and body temperature 
Care home staff provide complete assistance to dress Case C, although try to involve him in choosing 
his clothes. He cannot regulate his body temperature so requires support for this.  
 
Bathroom use and continence 
Case C is doubly incontinent. He uses incontinence pad protection in the form of pull-ups. He is also 
hoisted over a pan or commode where he usually opens his bowels. Staff are told to change the pad 
regularly as leaving it wet tends to lead to sore skin on his genitals. He sometimes takes Movicol (a 
laxative), although not daily as he generally goes to the toilet well. 
 
Eating 
Case C is of medium build. His weight on admission was 78.2kg and slowly reduced; it was 74kg at 
the time of care mapping. His BMI at this time is 22kg/m² (normal weight). 
 
He requires one carer to provide prompting and physical assistance for food and fluids. He cannot 
use cutlery successfully. He also used to forget how to swallow so held food in his mouth or kept 
chewing and eventually spat the food out. As meals took a long time, he would also lose interest in 
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the activity. As such, and by recommendation of a SALT assessment, his diet of normal consistency 
food was stopped in February 2013 and a soft diet plan began. He now also has thickening fluid put 
into his drinks as he began to find it difficult to swallow liquids. C1 chooses his menus each Monday 
for the week ahead. 
 
End of life plan 
Case C has a DNR Form and living will related to his advance directives. These include notes made in 
March 2013 to refuse all medical treatment especially that which aims to prolong or artificially 
sustain life. He consented only to medical treatment that aimed to help make him comfortable, and 
so far as possible, free from pain. He has been assessed as unable to make his own arrangements 






Case D Stage One vignette 
Case D is a female in her late 90s. She has VaD. 
 
Pre-relocation 
Case D was born in a different area of the country to where she lives now. She has skills in dress 
designing and making. She was married in the 1940s but is now widowed. She has one daughter, D1, 
two granddaughters and a grandson. She enjoyed flower-arranging and owning dogs. At home she 
suffered with cardio-vascular disease and hypertension, macular degeneration and arthritis in her 
hands. She had two knee operations and a right hip replacement. She also had some injuries from 
falls including a left wrist fracture. 
 
Relocation, capacity and care home life 
Case D relocated to Care home #2 in October 2008 from another care home.  
 
Her capacity level leaves her vulnerable and she has been assessed as unable to make informed 
decisions regarding her care. D1 has Power of Attorney; Case D has no insight into her condition. 
 
She is typically alert in the morning and can sometimes be unsettled and calls out. She can 
sometimes answer ‘yes’ or ‘no’ although sometimes has incoherent and irrelevant speech. She has a 
tendency to talk to herself for long periods, but finds comfort in doing so and does not want to be 
disturbed otherwise will become irritated. She can be physically and verbally abusive. She is 
bewildered by everyday events and often shows signs of anxiety. She also shows signs of depression; 
she is withdrawn, cries and refuses to eat. As she has difficulty expressing herself she will bang on 
the table if experiencing pain. Staff must give her constant reassurance. She requires a high level of 
support to take part in activity programmes and to fulfil her social needs. She prefers to go to the 
church service at the care home on Thursdays and the priest visits her if she is unable to go that 
week. She frequently has trouble sleeping and requires support from two staff with night care. She 
cannot use the call bell in her room. 
 
Medical and sensory conditions 
In addition to her VaD, Case D suffers osteoarthritis and chest infections. She had pneumonia in 
August 2011. She has monthly GP visits for hypertension. She wears spectacles and two hearing aids. 
She has stage 3 chronic kidney disease. She is known for being reluctant to take medication.  
 
Mobility and orientation  
Case D’s mobility is poor and she cannot weight-bear. When she walked she had a history of falls. 
Now she has contractions in both knees and is chair-bound. She has her own water-chair which has a 
lap belt to prevent her from falling out as she tends to lean to the right. She must use a stretcher if 
required to leave Care home #2 for appointments. Staff use an Arjo hoist with a yellow (small) 
cocoon sling for all transferring activities.  
 
She experiences severe disorientation. 
 
Her bed has an air mattress, bed-rails and bumpers. A Bed-Rails Assessment was completed in 
February 2013 because she could move a little and became confused and agitated while in bed. The 







Washing, bathing and skin integrity 
Case D receives bed baths from two carers during which she is repositioned using a slide-sheet. She 
doesn’t mind having male carers but can sometimes be physically aggressive when receiving ADL 
assistance. She is usually reluctant to wash, and if agrees to a bath will be unhappy.  
 
A Waterlow score of 29 demonstrates that she has Very High Risk of pressure ulcers. Indeed she has 
a dry scalp and skin and is prone to skin-tears, so cream is applied regularly.  
 
Grooming 
She has her own teeth. However staff find it difficult to provide oral-care to her as she can become 
unhappy and resistant. She has regular podiatrist visits. 
 
Dressing and body temperature 
Case D requires support to get dressed, although may be able to say what she wants to wear if given 
two choices. She prefers to wear a blouse and skirt with a cardigan or dresses, and likes necklaces if 
in the right mood. She has no awareness of her body temperature so staff manage this. 
 
Bathroom use and continence 
Case D is fully dependent for her elimination needs as she is incontinent of urine and faeces. When 
she has soiled herself she scratches and digs down below so staff need to watch for this. She uses 
two types of continence pad; medium size for day and large at night. Catheters are not used.  




Case D is 1.43m tall and has a thin build. Her weight has reduced since living at the care home and 
she was already underweight on admittance. At her heaviest she was 36.1kg and is now at her 
lowest of 30.4kg. As such her BMI has varied between an already underweight score of 17.6kg/m² 
and 14.8kg/m² (severe thinness). She has Ensure drink and Forticreme diet supplements to her diet 
to help her weight. 
 
Case D requires full support to eat and drink. She now has a liquidised diet which she takes from a 
spoon. Her drinks are of normal consistency and do not need to be thickened. Sometimes she has a 
tendency to refuse meals or cannot be bothered to eat. This leaves her vulnerable to dehydration 
and malnutrition. She requires assistance to choose food but may be able to say ‘yes’ and ‘no’. 
Indeed, she will not say if she is hungry but will reply if asked directly. She usually eats her meals in 
the lounge with the other residents but sometimes prefers to eat in bed. When she does eat she 
tends to swallow food very quickly without chewing so requires monitoring to prevent choking. The 
care plan for staff when providing feeding assistance includes making her comfortable and inform 
her she is about to eat, try later if she refuses or try porridge as an alternative to the meal. Staff 
should also encourage her to eat snacks between meals, particularly liquidised cakes. 
 
End of life plan 
A DNR Form was completed in August 2011. Case D has been assessed as unable to make her own 




Case E Stage One vignette 
Case E is a female in her late 80s. She has AD which was diagnosed in 2007. 
 
Pre-relocation 
She was born in the same county and lived in the same town where Care home #3 is located, 
although did live in other countries for a while with her husband. She married in the 1950s but was 
widowed after 50 years of marriage. She has two daughters and three grandsons. In 2004 she moved 
to a sheltered flat because her garden became too much for her to manage. At home she had 
intermittent slow heart rate, a pacemaker fitted in 2004 and a history of fainting. She had bowel 
cancer in 2005. For 20 years she has followed an ‘arthritis preventive diet’ of no dairy, no citrus fruits 
and no red meat. 
 
Relocation, capacity and care home life 
She relocated to the care home in February 2012. Capacity information states that she has the 
capacity to make some uncomplicated everyday decisions regarding her care. 
 
She always recognises her family but has occasional difficulty communicating with others. She can 
identify if she is in discomfort. She gets agitated and hits people with her stick sometimes as she 
thinks people are stealing from her. For example, after breakfast she believed that all the knives and 
forks were hers and became aggressive to those who she believed were stealing them. Therefore 
she requires staff intervention to manage her mental well-being, anxiety and behaviour. At one time 
she had Lorazepam (a sedative) in the morning as she kept telling other residents off and lashing out 
as if she wanted to fight. She also requires staff assistance to support her sexuality, privacy and 
relationships. She can participate in social activities and go on day trips, although the extent to 
which she receives support to do this is unrecorded. She likes a whisky at bedtime, and sleeps well. 
 
Medical and sensory conditions 
Case E visits a memory clinic for her dementia and takes, or took, Aricept for this. She also has 
diabetes and takes Clopidogrel, which inhibits blood clots. She visits an osteopath for her spine. She 
also has swollen feet and some leg discomfort at times, for which she takes paracetamol. Finally, she 
has a history of UTI so is encouraged to drink fluids. She is reliant on nursing staff at the care home 
to administer all medications. 
 
Mobility and orientation  
A STRATIFY falls assessment indicates that she is At Risk of falls. In June 2013, she was found on her 
bedroom floor having fallen while trying to put on shoes. She sometimes has help for transferring 
from carers but can walk with a stick.  
 
She sometimes cannot find her room number but is generally oriented in familiar surroundings. 
She has a call bell in her room but forgets to use it. Her bed has a pressure-relieving mattress.  
 
Washing, bathing and skin integrity 
Case E requires either intermittent or complete support to wash. A bath hoist is used to assist Case E 
into the bath. She likes a bath at night at least once a week. 
 
Very High Waterlow Pressure Risk Assessment scores indicate that Case E requires some staff 







There are some inconsistencies in the care record with regard to whether Case E wears make-up and 
whether she has dentures. She does not have sets at the hairdressers (located in a room in Care 
home #3) but does have her hair cut every four-to-six weeks. She has a podiatrist to trim her 
toenails. 
 
Dressing and body temperature 
Case E has a history of liking to be smart, clean and presentable at all times. She was known to be 
proud of her appearance and enjoyed accessorising with her watch and necklaces. She can choose 
the clothes she prefers and dresses herself sometimes. However carers should provide dressing 
assistance or monitor her clothing because if she dresses herself she will wear the same clothes day 
after day. Staff also monitor her because she has also been known to wash her own underwear and 
place it in her drawer while still wet. She may require some prompting to ensure comfort with 
regards to her body temperature. 
 
Bathroom use and continence 
Although generally continent, she can soil herself if she cannot get to the toilet in time. Therefore 
she wears continence pads held in place with net knickers. She prefers her own toilet instead of the 
communal ones. Although she typically can get herself up and locate her toilet, she is known to use 
sheets of toilet paper as a continence pad, so must be monitored. She has Senna tablets (a laxative) 
for constipation as and when these are needed. 
 
Eating 
The care record data on her height is inconsistent; she is either 5’2” or 5’4” tall. Her weight has 
increased since entering the care home. The last few measurements show she increased from 64.8kg 
in March 2013, to 75.6kg in May 2013 to 76.6kg in June 2013. Her BMI indicates that she is 
overweight. 
 
Case E’s diet has a normal consistency. She can feed herself although may need some assistance 
cutting food and opening cartons or bottles. In July 2012 a sore throat meant that she had problems 
swallowing. She had a pureed diet and thickened drinks until this improved a week later. 
 
End of life plan 
A DNR Form was in place from March 2012 (a month after relocating to Care home #3). She has been 




Case F Stage One vignette 
Case F is a female in her early 90s. She has VaD which was diagnosed approximately seven years ago. 




Case F was born in a different part of the country to the care home. After joining the army in 1939 
she met her husband in a hospital in Europe. She married in the 1940s and they lived in the same 
country as Care home #3.  She has one son, F1, and one nephew. She is now widowed. 
 
Relocation, capacity and care home life 
Case F relocated to Care home #3 in March 2009.  
 
Capacity assessments demonstrate that Case F can make every-day uncomplicated decisions. She 
was assessed as being able to inform others if she was being abused but because of her immobility 
would be unable to walk away.  
 
Case F requires support to communicate her needs and maintain a safe environment. Staff must 
ensure that they eliminate other noises when speaking to her so that she can hear clearly. They are 
also told to explain procedures clearly and give her time to ask questions. She used to wake up early 
and was happy to chat to other residents throughout the morning. Now carers must provide 
assistance to fulfil her social needs. She is happy to have male and female carers. She does not 
display anxious or depressive behaviour. She likes to attend the religious services at Care home #3. 
Her sleep pattern is occasionally disturbed.  
 
Medical and sensory conditions 
In addition to her memory loss, Case F suffers from osteoarthritis, hypothyroidism, high cholesterol, 
diabetes (for which a blood glucose monitoring chart is completed often), and transient ischaemic 
attacks (TIAs). She has had angioplasty. She has glaucoma so staff must ensure she does not to rub 
her eyes and keep her hands clean.  
 
She has suffered chest infections and problems breathing, so has an inhaler. These can be linked to a 
history of smoking. Carers are instructed to ensure her bedroom is well-aired. She is usually 
breathless both on exertion and rest. 
 
Mobility and orientation  
There is conflicting evidence as to whether she is or is not at risk of falls. Although her STRATIFY 
assessment signifies that she is at Low Risk of falls, she wears hip protectors as a result of falling in 
the past. There are also falls incidents noted in the care record; in February 2012 she fell out of bed 
and sustained a heavy bruise to her face. 
 
A handling risk assessment showed that she is fully weight-bearing but not able to walk. When she 
used to walk she used a three-wheeled walker with staff assistance. She also used to do balance 
exercises and keep-fit classes. Now she uses a wheelchair or two carers use a stand-aid hoist and 
large sling with Case F for transferring. A slide-sheet is used to reposition her when in a chair or in 
bed. The Emergency Evacuation Plan notes that she is too heavy for an evacuation sheet.  
 
Case F can sometimes be oriented in familiar surroundings but would be unable to find her way back 
to the care home if she went out for a walk. She can find her bedroom. There are also environmental 
prompts in place, for example a red door for her bathroom. She can recognise family and friends. 
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Case F is at risk of rolling out of bed. Therefore her bed is kept at the lowest level and a mattress 
with sensor mat is kept on the adjacent floor during the night. She has a call bell. Her mattress is a 
pressure-mattress. One part of the care record stated that she must not use bed-rails because she 
could become trapped in them; however a bed-rail assessment in January 2013 said that they were 
to be used at all times. F1 signed a bed-rail consent form in February 2010. 
 
Washing, bathing and skin integrity 
Case F receives assistance with personal hygiene activities. Although she can wash the top half of her 
body, she receives help from one carer to wash the lower half of her body. She has a shower and 
hair-wash once a week. She is sometimes un-co-operative during personal care assistance. 
 
Her Waterlow Pressure Risk Assessment signifies that she is at Very High Risk of pressure sores. Her 
urine and faecal incontinence can irritate the sensitive skin on her legs.  
 
Grooming 
Case F visits the hairdresser at Care home #3 weekly. She receives assistance with her nails and likes 
to wear nail varnish. A podiatrist visits her at the care home. Information about whether she does or 
does not wear dentures is conflicting.  
 
Dressing and body temperature  
Case F requires total support to dress and to regulate her body temperature, although she can 
verbally communicate her dressing needs. She wears hip protectors because of falls history. 
 
Bathroom use and continence 
Case F is doubly incontinent and so requires assistance with her elimination needs. Staff remind her 
to use the toilet regularly in an attempt to reduce soiling. She wears different pads for day and night; 
typically using three Maliform Plus during the day (absorbency 720ml) and a Maliform Extra at night 
(absorbency 960ml).   
 
Eating 
Case F is 174cm tall. Her weight has reduced from an initial 80.6kg on entry to Care home #3 to 
77.7kg. Her BMI has reduced from 30.4kg/m² (obese) to 29.3kg/m² (overweight). Even though she 
has lost weight her Malnutrition Universal Screening Tool assessment shows she is at low risk of 
malnutrition.  
 
Her diet is controlled to manage her diabetes. The consistency is normal and she does not have a 
problem swallowing. She requires prompting to eat but can feed herself. Sometimes carers need to 
cut food for her. 
 
End of life plan 
A DNR Form was completed in March 2012 owing to the likelihood of a poor quality of life in the 
future and after CPR. She has been assessed as unable to make her own arrangements regarding the 




Case G Stage One vignette 
Case G is a female in her early 90s. She has AD, which was diagnosed either three or five years ago. 
 
Pre-relocation 
She had three sons but one died when aged 14. She has four grandsons. She lived in the local area 
with her husband but was widowed in 2012. At home she was very involved with her local church. 
 
Relocation, capacity and care home life 
Case G and her husband relocated together to Care home #3 in September 2011. He then passed 
away in January 2012. 
 
She has fluctuating capacity. On relocation she was able to make some of her own choices and was 
happy to have support with decisions from her sons. A capacity assessment shows that she was 
unable to retain and weigh information about living at home and had a lack of insight into her 
condition. Her latest MMSE shows that her main cognitive problems are recall and language. Her 
sons are currently applying for LPA. Her safeguarding assessments shows that she is able to say if she 
is happy with the care she receives, able to inform others if she was being abused, is mobile and able 
to move away from potentially difficult situations.  
 
Case G likes to be independent but requires supervision at times. She appreciates assistance and 
supervision to maintain her privacy and dignity. She can communicate her needs, likes and dislikes. 
In the morning she likes to stay in bed late and have a cup of tea first thing. She requires prompting 
and encouragement to fulfil her social and spiritual needs and mental well-being. She gets depressed 
and anxious intermittently. During her relocation she had insight into her condition and became 
depressed so was given antidepressants. She also had a traumatic experience in January 2012 when 
her husband became unwell, was transferred to the hospital and died the same day. She is not on 
antidepressants now. She exhibits some undesirable behaviour including complaining that she wants 
to go home; she is more likely to be in a low mood or confused in the mornings. She can take herself 
to bed. Her sleep pattern is generally undisturbed, although she prefers her bedroom door open. 
 
Medical and sensory conditions 
In addition to AD, Case G has osteoporosis and arthritis. She can identify when she is in pain. She 
also has her blood pressure taken frequently (during March 2013 it was taken four times per day but 
it is usually twice per week).  
 
Mobility and orientation  
Although mobile, Case G is prone to falls. Some falls are during the night and another was related to 
trying to open a door that was too heavy for her to manage. However she refuses to wear hip 
protectors. She sometimes does not believe the staff when she is told that she fell. She will need to 
be guided by one carer in an emergency. She does not use walking aids. No aids for moving and 
handling are used with her. 
 
She is oriented in familiar surroundings. However she is not independent enough to go out on her 
own. She is sometimes upset when she can’t remember the day or time. 
 
Case G has a call bell in her room which she is encouraged to use but doesn’t always remember to. 
She had a bed-rail assessment in April 2013 but these were assessed as not required at that time. 





Washing, bathing and skin integrity 
Case G now receives assistance with washing and bathing. She sometimes refuses showers.  
Her Waterlow Pressure Risk Assessment showed that although she is fully mobile, her occasional 
urinary incontinence, age, oedematous skin (excessive amount of fluid around cells) and AD gives 
her a Very High risk of pressure ulcers. Her skin is becoming thinner so cream is applied regularly. 
 
Grooming 
Over time Case G required increasing supervision and assistance for shaving, nails, make-up, and 
oral-care. She has her hair set weekly at the hairdressing room and regular podiatrist visits. 
 
Dressing and body temperature  
Case G likes to be presentable and smart before leaving her bedroom. She can choose her own 
clothes and declined hip protectors when these were offered to her. In September 2011 she could 
dress herself; by February 2012 she needed assistance and supervision by one carer. 
 
Case G has no problems with body temperature. She can say if she is too warm or cold and take 
action to meet her needs. 
 
Bathroom use and continence 
Case G is occasionally incontinent of urine. She wears continence pads day and night. She has no 
history of constipation or UTI. She can use the toilet by herself, and uses both her en-suite and the 
communal toilet. However she is encouraged to use the call bell in her room if she needs the toilet 
so that staff can ensure her safety. 
 
Eating 
Case G is 1.5m tall. Her weight has fluctuated between 56kg and 61.8kg. Her most recent BMI score 
was BMI 26.4kg/m² (overweight). 
 
She eats a normal diet and her appetite is good. She can identify the foods she wants based on the 
menu list and normally eats lunch with the other residents in the dining room. Sometimes she 
prefers to eat breakfast in her room. She doesn’t mind male or female companions during 
mealtimes. She can use cutlery and eat appropriately. She has some assistance with cutting food and 
opening cartons and bottles. 
 
End of life plan 
A DNR Form was completed September 2012, to be reviewed in September 2013. Notes on the 
justification for the order state that this was completed because Case G’s AD means that her quality 
of life would not improve after CPR. It was also confirmed by her sons that she had previously stated 
(before cognitive deterioration) that she would not want to be resuscitated. She has been assessed 





Case H Stage One vignette 
Case H is a female in her early 90s. She has VaD. 
 
Pre-relocation 
Case H married her childhood sweetheart in the 1940s. Her son was born during World War II and 
her husband was killed in action while flying over Germany. In the late 1940s she met and married 
her second husband. She had one daughter in the late 1950s, several miscarriages and then a second 
daughter in the early 1960s, H1, (who is 20 years younger than her brother). The first daughter was 
killed aged eight years old in a road accident. There have been many other family tragedies 
throughout Case H’s life. Case H and her husband adopted a daughter in the late 1960s. Case H also 
has many grandchildren and great grandchildren. Case H was widowed in the late 2000s after 59 
years of marriage.  
 
Case H’s life immediately prior to relocating to Care home #3 is complex. In June 2008 she relocated 
to a care centre. However by December 2008 she was admitted to hospital following an aggressive 
incident for which she was sectioned.  
 
Relocation, capacity and care home life 
After her initial care home relocation and hospital sectioning in 2008, Case H moved to Care home 
#3 in December 2009.  
 
Her main visitors are her son and biological daughter. Although her family members including nieces 
and nephews plus best friends and neighbours are on her Important People Chart, it is unclear the 
extent to which these individuals provided any caring activities.  
 
She has been assessed as having fluctuating capacity to agree to receive care and difficulty retaining 
information long enough to make a decision. Therefore she can be vulnerable. She is bewildered by 
everyday events and suffers with severe disorientation. She can still use verbal consent (one or two 
words) for short conversation such as her toileting needs. Her family members are currently 
discussing LPA. 
 
Case H has occasional difficulty communicating with others and her speech is sometimes incoherent. 
She requires a high level of support to take part in activity programmes and fulfil her social needs. 
She can be aggressive, unpredictable and challenging towards staff, for example she pulled one 
resident’s hair and threw tea over another. She can also make false accusations of stolen money and 
belongings. She can often appear depressed, tearful and agitated, particularly after discussing the 
death or sickness of loved ones. She also used to search for family members. She was on Litalopram 
(antidepressants) once per day although it is unknown if she is still on this. She was unable to 
continue her last Mini Mental State Examination as she became tearful. Her mental well-being and 
subsequent behaviour is managed by successful interventions such as antipsychotic medication use, 
minimising her triggers and monitoring mood swings. She can be restless throughout the night, such 
as getting up to go into the lounge, so is monitored every 30 minutes.  
 
Medical and sensory conditions 
In addition to her dementia, Case H has arthritis in her right shoulder. She is sometimes breathless 
both on exertion and rest, so has an inhaler with a spacer twice per day. When she has a chest 
infection she can have trouble swallowing. A Grade 1 malignant tumour was found in her breast in 
August 2011. She has swollen lower extremities so staff must ensure that she elevates her legs when 




In August 2012 she fell and dislocated her left shoulder. This was repositioned in hospital. She can 
express pain orally or through her body language. She can have painkillers for any pain. 
 
Her hearing is good but staff must speak loudly to her. She has spectacles to read and watch the 
television and has difficulty judging distances.  
 
Finally, she is on long-term Quetiapine (an anti-psychotic) which cannot be reduced due to her 
behaviour. She does not self-administer medication. 
 
Mobility and orientation  
Case H used to have a walking frame but now finds it difficult to weight-bear and so sometimes uses 
a wheelchair. She has been able to stand up from her wheelchair with the aid of two care home staff 
and a walking frame. Carers sometimes use a stand-aid hoist with sling for transferring activities, 
especially when going to the toilet or commode. She has had some falls, linked to her inability to 
comprehend risk when standing up, and not asking for help. She shuffles her feet when walking. 
 
She is disoriented to people, place and time. 
 
Her adjustable bed is set at the lowest level and there is a pressure pad on the carpet next to it. 
Although a bed-rail consent form was signed by her son in 2010, the latest bed-rail assessment in 
April 2013 stated that these were not absolutely necessary. This is because she can climb on and out 
of bed so the greatest risk is that of injury if bed-rails were in place. When she is sleepy carers use 
the stand-aid hoist to transfer her into bed. 
 
Washing, bathing and skin integrity 
Case H receives assistance to get washed. She has a strip wash daily and a shower once a week. She 
can wash her face, upper body and arms but one carer must help with her lower body. She sits in a 
shower chair or commode to make washing and showering easier for her and the carer. She has not 
expressed a preference for the gender of the assistant. She is sometimes anxious during personal 
care so staff should explain the procedure beforehand. Notes state that they should offer her a cup 
of tea to encourage co-operation. 
 
A Waterlow score indicates that she is At Risk of pressure sores due to her age.  
  
Grooming 
Case H needs help combing, washing and setting hair. She sees the hairdresser weekly. She receives 
full assistance by staff with her fingernails and a podiatrist visits to cut her toenails. Although she has 
loose teeth and sore gums she refused extractions and dentures from the dentist. Staff assist her 
with oral-care which she sometimes refuses.  
 
Dressing and body temperature 
Although in December 2010 Case H could choose her own clothes with prompting, by July 2013 she 
can no longer choose what to wear. She receives total support to get dressed. She typically wears 
loose stretch trousers to make toileting easier. She may sometimes refuse to change her nightwear. 
She also wears hip protectors in case of falls. Case H now has problems detecting her body 
temperature needs and acting on these. Staff therefore should monitor her closely for this. 
 
Bathroom use and continence 
Case H is doubly incontinent. She uses continence pads during the day and night. She can also use 
the commode. Staff monitor her stools using the Bristol Stool Form Scale in order to follow her 
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bowel health. For example, the day before the care mapping the daily record notes stated that she 
had a Type 6 stool. This could suggest: a slightly overactive colon, excess potassium in the diet, 
sudden dehydration or spike in blood pressure.  
 
Eating 
Case H is 1.62m tall. Her last recorded weight is 65.6kg, giving her a BMI of 24.9kg/m² which 
indicates a normal healthy weight. 
 
She has Grade 1 fluid thickener in her drinks. She also requires a soft diet such as porridge, 
sandwiches or pureed food. She receives full assistance to meet her nutritional needs, but is not at 
risk of malnutrition. She does take calcium supplements, however. 
 
End of life plan 
A DNR Form has not been completed. There is a note in the care record dated April 2013 to discuss 
this with the family and GP. She has been assessed as unable to make her own arrangements 




Case I Stage One vignette 
Case I is a female in her mid-80s. She has AD, which was diagnosed 11 years ago. 
 
Pre-relocation 
Case I’s husband died just before she was diagnosed with AD. She then lived with her sister. She 
does not have any children but has a nephew, niece-in-law and their daughter as family.  
 
Relocation, capacity and care home life 
She relocated to Care home #3 in 2005. Her capacity level leaves her vulnerable and she is unable to 
make informed decisions regarding her care. She was unable to complete her last MMSE in March 
2013 due to her poor communication. 
 
Case I does not verbally communicate and struggles to understand others. She mumbles for 
attention and seems uncomfortable if she needs the toilet. She may respond to her name or laugh 
when spoken to. She is now bed-bound. She cannot participate in social activities. She exhibits active 
symptoms of mental ill-health and anxiety and is bewildered by everyday events. She requires staff 
intervention to alleviate this. For example, staff should ensure that music is always playing in her 
room to comfort her and use lemon swabs to moisten her mouth as required. In 2011 when she sat 
in the lounge she would pull up her skirt to express attention for an unmet need. She has a disturbed 
sleep pattern and may be confused on waking. At night she is repositioned frequently. 
 
Medical and sensory conditions 
In addition to her AD, Case I has heart problems, gout, depression, hypertension, Parkinson’s Disease 
and epilepsy. She is prone to UTIs and is also deaf. 
 
In November 2011 she had a large gastric bleed for which she was admitted to hospital. She was 
returned to Care home #3 on a palliative care plan and told not to return to hospital. Carers must 
check whether she has had a recent bowel movement before providing anti-constipation 
medication. 
 
Mobility and orientation  
Case I is now bed-bound. When she was more mobile carers used the stand-aid hoist with 
appropriate sling to sit her on a recliner in the lounge or into a wheelchair. Now she does not leave 
her bed. The stand-aid hoist is only used to weigh her. Therefore her STRATIFY falls score is 0 
because she does not move. Carers use a slide-sheet to reposition her every two hours. She has no 
pain when at rest but slight pain on movement. 
 
She suffers with severe disorientation. 
 
She has bed-rails in place in her bedroom because although immobile she suffers from seizures and 
could fall. Although she doesn’t understand the bed-rails she is not disturbed by them. At one time a 
Risk Management assessment notes that her legs were at risk of entrapment because an upper 
extension of the rails meant that the bumpers weren’t covering the lower rail. This risk was 
alleviated by putting pillows either side of Case I’s feet whilst new bumpers were on order. There is 
soft cushioning on floor but no use of a pressure alarm. 
 
Washing, bathing and skin integrity 
Staff provide bed baths to Case I. Her Waterlow Pressure Risk Assessment score signifies that she is 
at Very High Risk of suffering pressure ulcers. She requires complete support to prevent these and 
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manage her skin care (that is, turning every two hours with a slide-sheet). Carers apply aqueous 
cream and lavender oil to her skin after washing. 
 
Grooming 
Case I’s hair is cut every three to six months. She requires full assistance with nail-care and a 
podiatrist visits every three months to cut her toenails. She does not wear make-up. Carers manage 
her oral-care. 
 
Dressing and body temperature 
Case I now only wears night dresses as she is bed-bound. She requires full support to dress. In 2011 
the care record noted that she could make some clothing choices; now she cannot participate in 
choosing what to wear. She now has no awareness of body temperature and because of her frailty is 
vulnerable to changes in the weather. 
 
Bathroom use and continence 
Although doubly incontinent, Case I sometimes has Senna solution when required for constipation. 
She must be offered lots of fluids to prevent UTIs and constipation.  She uses continence pads to 
manage her toileting needs. 
 




Case I is 1.46m tall. Her last recorded weight is recorded as 34.9kg. Her BMI is 16.3kg/m², meaning 
she is underweight and at moderate thinness. 
 
She takes a pureed diet and drinks are modified with Grade 1 thickener. She also has Forticreme 
supplement drink to help her low weight. Full feeding support is given with meals. Notes from when 
she first relocated stated that she likes a hot drink before bed. However the most recent daily care 
record notes only typically recorded that she had been given breakfast; there were never recordings 
that she had been fed lunch or dinner. 
 
End of life plan 
A DNR Form was completed in September 2012. The justification was that her quality of life is 
unlikely to improve if a cardiac arrest occurred. Another note dated November 2011 stated that she 




Case J Stage One vignette 
Case J is a female in her early 90s. She has VaD which was diagnosed six years ago. 
 
Pre-relocation 
She married her husband in the 1950s and has three biological daughters and three step-children. 
The family lived in multiple European locations through the 1960s to 1980s until Case J was 
widowed. She then lived in a different part of England to her daughters. When older she moved 
closer to her daughters’ shared house but she lived on her own, went by bus to the supermarket 
daily to buy food stuffs she needed and made her way by bus to appointments. However she then 
had a stroke. This led to a protracted, multi-hospital stay and subsequent relocation to a care home. 
She moved to Care home #3 after another long hospital stay. 
 
Relocation, capacity and care home life 
She relocated to Care home #3 in 2008. The decision to move to institutional care was made because 
her dementia led to increased confusion and inability to manage at home. 
 
Her capacity fluctuates as she struggles to retain and understand information in order to make 
significant decisions. At times she still thinks that she lives in a previous home from her youth. Her 
cognitive and physical impairment also mean that she cannot walk away from danger. However she 
does hit back when hurt or feels threatened. 
 
Case J requires support to communicate her needs and maintain a safe environment. She can 
become agitated and verbally and physically abusive. She sometimes hits others with her walking 
stick. She had poor scores in relation to recall and orientation on her last MMSE. As a result of the 
MMSE and aggressive behaviour staff are instructed to continue with orientation therapy, de-
escalation techniques and one-to-one time to allow her to verbalise any concerns she may have. She 
only requires a minimal level of support to take part in activity programmes. She is generally 
independent with night care activities with some prompting. Occasionally her sleep pattern is 
disturbed and she has been heard talking to herself at night. She frequently doesn’t get out of bed 
until late, and sometimes not until late afternoon or at all. 
 
Medical and sensory conditions 
In addition to her VaD, Case J suffers from TIAs, full strokes, hypertension, atrial fibrillation, Chronic 
Obstructive Pulmonary Disease (COPD), hyperlipidaemia, seizures and arthritis. She is an ex-smoker 
and uses inhalers to combat her breathlessness. She takes anti-depressants. However she is not 
suitable for Warfarin because of her dementia and high risk of falls. She is also allergic to penicillin. 
In September 2011 she made reference to hearing voices commenting on her activities so took 
Fluanxol (antipsychotic) for a while. The GP was also considering mirtazapine for low mood and 
appetite. She is sometimes confused but treated with antibiotics for UTI. She has been known to 
refuse medication, or refuse her morning pills but take her night ones. She has macular 
degeneration and wears spectacles.  
 
Mobility and orientation  
Case J can walk with a stick or a wheeled walking frame. Sometimes she forgets where she put her 
stick. She also uses furniture to maintain balance. Staff must supervise her when walking as she is at 
risk of falls; she was regularly found on the floor because she tended to become unconscious and 
fall. Staff know that when she seems vacant this is a clue that she might lose consciousness. She 
must wear well-fitting footwear and hip protectors with tailbone protector (HipSaver Quickchange 
brand) at all times, even at night. In October 2012 she registered for a wheelchair but the care 




Conflicting data in the care record state that: she can be oriented in familiar surroundings or she is 
unaware of time, place and person. Disorientation makes her anxious. 
 
There is a pressure mat sensor next to her bed at night as she does get up to use the toilet. Her 
latest Bed-Rails Assessment stated that they are not required as she can climb in and out of bed, 
although at times requires a little assistance. She will be resistive and angry if bed-rails are in place. 
Staff must ensure that her bed is set to the lowest level. 
 
Washing, bathing and skin integrity 
Case J requires assistance from one person with personal hygiene needs. At times she can wash her 
face and upper body with prompting. She enjoys regular baths but sometimes refuses to wash. She 
requires significant intervention by staff for skin care. 
 
Grooming 
She likes her hair washed prior to being set by the care home hairdresser. Case J is able to brush her 
teeth with supervision. She is regularly visited by a podiatrist for foot care, and the care home staff 
trim her fingernails. 
 
Dressing and body temperature 
Case J requires support to be as independent as possible when dressing and choosing clothes. She 
can generally express her body temperature needs although may require some prompting. That is, 
staff may need to directly ask her whether she is too warm or cold. They will also need to operate 
the windows in the lounge and her bedroom. 
 
Bathroom use and continence 
Case J is incontinent of urine. Staff regularly prompt her to use the toilet. However she finds it more 
difficult to get to the toilet because of mobility. Therefore staff place a commode next to her bed at 
night. She is prone to constipation for which she has laxatives when needed and staff also offer her 
massage to help her muscles relax.  
 
Eating 
No data on Case J’s height were sourced from the care record. Her weight has varied since the 
relocation, but only by 2kg.  
 
Because of her stroke she eats a soft diet. She is allergic to bananas. She needs encouragement and 
prompting to eat, but not always physical support. Staff must ensure she drinks plenty of fluids in 
hot weather.   
 
End of life plan 
A DNR Form was completed in September 2012. This was because professionals thought that she 
would not survive CPR. She has been assessed as requiring support in make arrangements regarding 




Case K Stage One vignette 
Case K is a female in her late 80s to mid-90s. There is ambiguity because there are two different 
birth dates in the care record. She has VaD. 
 
Pre-relocation 
As a child Case K was looked after by a different family to her biological parents but never officially 
adopted. She has a ‘step-sister’ who has her own son, Case K’s ‘nephew’. Case K never married. She 
worked as a mother’s helper on a farm to a lady from the age of 15 for 67 years. The son of the lady 
she worked for (who is approximately the same age as Case K) is her main contact rather than her 
step-sister or nephew. On the farm she had a pet cat, budgies and farm dogs. While living in the 
community she was a member of the Women’s Institute, liked TV, knitting, the Archers and holidays 
with her step-sister. She attended church regularly. 
 
Relocation, capacity and care home life 
She relocated to Care home #1 either in February 2007 or May 2011. Details are unclear in the 
record. 
 
On entry to the care home she said she was aware of her rights but needed constant reminding of 
these. Capacity assessments show that her capacity level leaves her vulnerable and she is unable to 
make informed decisions regarding her care. Next of kin must be involved in complex decisions. She 
can make simple everyday choices. Advice to carers on helping her to make independent decisions 
include keeping eye contact, speaking clearly and slowly and eliminating background noise to gain 
full attention. However when helping her to make choices staff should avoid trigger points that could 
lead to upset and anxiety such as repeating questions.  
 
She is visited by the aforementioned son of her employer who visits with his wife. Her step-sister 
also visits and sometimes takes her out on day trips. 
 
Although Case K has some difficulty verbally communicating she can understand others’ speech and 
gestures. She displays anxious behaviour. She can become quite tearful at times, for example twice 
in April 2013 she was anxious and crying before breakfast so was escorted back to her room and 
reassured. She thinks that other people who are making noise are shouting at her and that ’it is all 
her fault’ and ‘she is doing it wrong’. She is also frightened of male members of staff approaching 
her. She dislikes large open spaces and crowds and has gained confidence in smaller groups such as 
on the dementia ward. She also wanders, is agitated at times and displays other behaviours such as 
repeating words over and over. If she is depressed she sits quietly. Her mood can quickly change 
from hysterical laughing to tearful episodes; at these times staff test her urine for UTIs. Staff give 
encouraging and comforting words to her, or ask her if she would like to walk in the garden which 
she enjoys. She is comforted when she nurses her toy cat or helps to look after the care home’s 
rabbits. Staff need to support her to participate in social activities; in April 2013 she joined in with a 
baking activity and mixed the batter with prompting. However her arm immobility meant she could 
not participate for long. She enjoys group activities and entertainment such as gentle exercise, 
singers and pantomimes but requires reassurance to enter the room because of anxiety. At other 
times she does not want to be in social situations and prefers to be alone in her room with her toy 
cat. She likes to dust her room and the dementia ward, and assists the housekeepers with their 
cleaning. She likes to lay the table before lunch. Occasionally her sleep pattern is disturbed. She has 






Medical and sensory conditions 
In addition to her dementia and anxiety, Case K has arthritis in her shoulder, hands and knees. She 
also has a bad chest and asthma and can suffer chest infections. Staff recorded an incident when she 
was bringing up a lot of sputum; she was encouraged to use a handkerchief but used her hands. She 
has hay fever in summer. Acute incidents in the care home include an infected open wound on her 
left leg that was treated with antibiotics and a sore lump on her arm. Staff are encouraged to 
observe her body language, facial expressions, behavioural and physiological changes for signs of 
pain. Her GP suggested in November 2009 that she had a mild learning disability. 
 
Mobility and orientation 
Over time Case K has been at No Risk, Moderate Risk and High Risk of falls according to her various 
STRATIFY scores. The latest score shows she is at Moderate Risk of falling. She can leave her room 
alone. She does not use equipment to walk, although staff must ensure that her path is obstacle-
free. She does however use a wheelchair when on outings. She has occasional pain when at rest and 
moderate pain on movement. She does not need equipment for transferring although staff may 
provide some physical steadiness, and her arthritis may hurt her when standing. She can weight-
bear. 
 
However she can be disoriented so each door has a clear room sign. Staff must give her time to 
orient herself when she wakes up. She has been found in the reception area of the home after losing 
her way. 
 
Her bedroom has a pressure mat at night to alert staff she is out of bed. She also has a call bell, 
which can sometimes use. The bell was removed in March 2013 but after a fall a month later 
because she went to the bathroom without slippers on, it was reinstalled. 
 
Washing, bathing and skin integrity 
At times Case K is usually able to wash her own face, hands and breasts but is less able if it is a ‘bad 
day’. She receives support from a staff member with the rest of her body, whether a strip wash, bath 
or shower. On other days staff must provide full assistance with washing. She can usually choose 
whether to have a shower or wash. Case K must have female staff for hygiene activities. She needs 
to be prompted to wash her hands after using the toilet. Staff are to record if she refuses support or 
to have her personal hygiene needs met.  
 
Her latest Waterlow score shows that she is at Very High Risk of pressure sores because of her 
dementia, tissue-paper thin skin, incontinence and tendency to sweat. She therefore requires some 
staff intervention with skin care. She has a barrier cream for her groin and sacrum. Staff need to use 
a barrier spray or apply a cream and talcum powder under her breasts after washing as the skin can 
become sore.  
 
Grooming 
Staff make appointments with the optician, hairdresser, podiatrist and dentist for Case K. She wears 
a full set of dentures which are soaked overnight. However on one occasion in the daily care record 
she couldn’t understand how to take out her top dentures so wore them all night. She had a 
Hazardous Substances Assessment for Steradent (denture cleaning solution), which is kept in her en-
suite. A podiatrist visits every two months to cut, file and clean her toenails. Her keyworker cuts and 
polishes her fingernails, and staff are encouraged to monitor her for sore nails as she tends to pick 
and bite them. Staff apply roll-on deodorant for her.  
 




Dressing and body temperature 
Case K can choose her own clothes but may sometimes dress incorrectly, for example putting her 
shoes on the wrong feet. Therefore one staff member usually assists her to dress, or change if she 
has dressed incorrectly. She also has support because arthritis in her left shoulder makes it difficult 
to dress her upper body. For example with putting on a blouse, staff are instructed to prompt or 
support her to put her left hand in first when putting it on, and taking it out last when removing the 
clothing. When dressing carers must speak slowly and clearly, ensure her door is closed and put a 
sign on it for privacy. 
 
She also requires some support to regulate her body temperature. She can say if she is too hot or 
cold if asked directly, and then encouraged to have hot or cold drinks if needed. 
 
Bathroom use and continence 
Case K is supported to use the toilet. Staff prompt her to go with simple communication but she 
sometimes refuses. She wears Tena Basic Comfort size 6 continence pads day and night, although is 
usually dry during the day. If she goes to the toilet on her own she sometimes forgets to replace her 
pad so staff need to monitor for this. Staff complete a Bristol Stool Form Scale to track the 
consistency of her bowel movements. She goes to the toilet twice in the night although may need to 
have a wet pad changed. The daily care record in May 2013 noted that she was able to use the call 
bell three times in one night for toileting. In one morning in May 2013 she was also incontinent of 
Type 6 faeces but this is not common for her. She sporadically takes Laxido for constipation. 
 
Eating 
Her weight has fluctuated but usually stays around 65kg. Her last recorded BMI is 27kg/m². There 
are no height data in the care record but using the weight and BMI this puts her height at 1.59m. 
This makes her very slightly overweight. 
 
Case K sometimes requires prompting or encouragement to drink fluids and to eat. At meal times 
she may be sleepy at the table so staff will put food on her fork to prompt her to put it in her mouth. 
She may need prompting to choose appropriate cutlery. She has fluctuating ability to choose which 
foods to eat. She may sometimes need physical support to feed herself, and staff always provide 
assistance opening packets, putting toppings on toast and cutting food. This is required not only 
because of her dementia but her arthritis. Other days she can eat well on her own. She can 
recognise when she is full and prefers a medium meal at lunch and a smaller meal at supper. She is 
not at risk of malnutrition. 
 
End of life plan 
A DNR Form was completed in November 2012 because her frequent chest infections and dementia 
would be likely to make CPR unsuccessful. It would also be an undignified procedure for her to go 
through. She has been assessed as unable to make her own arrangements regarding the end of her 
life. The notes on her end of life plan advise staff to make her comfortable and pain free. They 




Case L Stage One vignette 
Case L is a female in her early 80s. She has AD, which was diagnosed in 1999. 
 
Pre-relocation 
She was born and lived in the same county as Care home #2. Although the care record does not 
indicate when she married, she was widowed when aged 52. She has one daughter and two grand-
daughters. She was able to stay at home for a number of years after her dementia and attended day 
centres. Had home she suffered from Bowen Disease (a type of skin cancer) and DVT.  
 
Relocation, capacity and care home life 
She relocated to Care home #2 in January 2011. Prior to this she had been living in a residential 
home since 2003. She moved to Care home #2 in 2011 because her dependency increased to require 
24 hour nursing care. Her place at the care home is funded by the Local Authority.  
 
Case L is unable to make informed decisions regarding her care and her low capacity level leaves her 
vulnerable. She is bewildered by everyday events.  
 
Her speech is sometimes incoherent, and she is unable to express her needs through verbal 
communication alone or understand requirements of others, but may use non-verbal 
communication. Although often confused she smiles when spoken to. She experiences anxiety and 
likes to cuddles her doll for comfort. She generally has calm behaviour but can refuse or resist drinks, 
food and care. She requires staff intervention to manager her social activities and likes music and 
singing. Her sleep pattern is often disturbed but she will lie awake without talking. She requires 
support from two members of staff during night routines. Staff are asked to keep a lowly-lit lamp on 
overnight. 
 
Medical and sensory conditions 
In 2011, Case L took Aricept for her AD and was under the care of a psycho-geriatrician. She is 
reluctant to take medication. She has two upper and seven lower teeth left and no dentures. She 
hears well without a hearing aid. 
 
Mobility and orientation 
Case L is immobile. This is due not only to her poor balance when standing and sitting but her short 
attention span and difficulty following commands because of her AD. She has a water-chair when 
out of bed into which she is hoisted with a cocoon sling by two care staff. There are inconsistencies 
in the care record as to the size of the sling; black or yellow. She gets anxious in a hoist so some days 
she remains in bed. The water-chair has a pressure-relieving cushion. She is not in pain when at 
movement or at rest. 
 
She experiences severe disorientation. 
 
Her bed has an air pressure mattress with a Quattro overlay. A bed-rails consent form was signed by 
her family in January 2011. Her last bed-rails assessment was in April 2013. This showed that she is 
at risk of falling out of bed because although immobile she can lean to the side. Her bed-rails have a 
height-extension and normal bumpers. She is repositioned using a purple slide-sheet. In 2011 she 
could use the call bell but it is unknown if she can use it now.  
 
Washing, bathing and skin integrity 
Case L can become very anxious in a hoist due to experiences at her previous care home so rarely 




A Very High Risk Waterlow Score signifies that she is at risk of pressure sores, mostly due to her 
incontinence which causes excoriated skin on her bottom. She requires staff intervention with skin 
care. She has a blow-up leg support to elevate her left heel because of a Grade 2 pressure sore. 
 
Grooming 
Carers wash her hair every week and she has it set every two weeks. She likes to wear earrings. 
Carers are instructed to pay daily attention to her fingernails.  
 
Dressing and body temperature  
Case L requires total support to get dressed. She has difficulty choosing her clothes because of her 
AD. However she likes colour-co-ordinated clothes so staff should take note of this. She has no 
awareness of her body temperature but can get hot easily and will look red in the face if so. She 
cannot request changes to the environment so requires staff intervention to control it. 
 
Bathroom use and continence 




Case L is of ‘average build’. Her weight has varied between 44.9kg and 57.7kg. Her BMI has varied 
between an underweight 17.9kg/m² to a healthy 22.2kg/m². Although height data were not in the 
care record the BMI and weight data indicate that she is approximately 1.6m tall. She lost weight at 
her previous care home, and Care home #2 successfully increased it. She takes a calorie supplement 
drink daily. 
 
She eats and drinks well although may take a long time. Her diet is pureed as she used to chew solid 
food but forget to swallow. She requires encouragement and assistance so is fed by staff. She 
interacts well when dining socially and mirrors other residents so this is a good way to promote 
healthy eating. In 2011 she used a lightweight Melamine mug without a lid but a large handle; the 
care record does not indicate if she still uses this. She likes to watch TV while having breakfast. Her 
notes signify that she likes home-cooked British food.  
 
End of life plan 




Case M Stage One vignette 
Case M is a female in her mid-90s. She has mixed dementia; AD and VaD, diagnosed seven years ago. 
 
Pre-relocation 
She was born in a different area of the country to where she lives now. She also spent some of her 
childhood in India because of her parents’ military careers. She was married in the 1940s and had 
two sons. She remarried in the 1950s and so also has two step-children. She was widowed in the 
1970s. She has many grand-children and great-grand-children. She also has nieces and nephews who 
have their own children. 
 
Relocation, capacity and care home life 
In 2011, she moved to a care home as she found it harder to live on her own. The notes indicate that 
she became less and less able to cope there and in October 2012 fell and broke her hip. After she 
was discharged from hospital she relocated to Care home #2 for palliative care. She has many friends 
and family as visitors.  
 
She has been assessed as unable to make informed decisions regarding her care. However she has 
capacity to make some everyday decisions and can communicate her needs. Although her 
perception is not always reasonable, her understanding is good. 
 
Case M is aware of her memory loss. She can be agitated and aggressive, physically challenging and 
verbally abusive as the following examples demonstrate: ‘she was trying to bite and hurt us (during a 
bed bath)’, ‘she punched a carer in the face (when applying cream)’ and ‘she bit her left arm and 
made it bleed and dug her nails in another carer’. She is then apologetic, and has even thanked staff 
and requested a kiss. Now all care is to be given by three carers at all times. In fact, from May 2013 a 
nurse was required to be present during all intimate ADL assistance as she is becoming frail and 
weak with chest pain, becomes breathless and looks pale. If so, staff are advised to leave the task for 
a while until she recovers. 
 
Case M also requires prompting and encouragement to fulfil her social needs, support her mental 
well-being and manage behaviour. She is unable to make her own arrangements regarding 
spirituality. She often shows signs of anxiety and depression. She is independent in expressing her 
sexuality but may require some assistance to support her privacy, relationship opportunities and 
personal appearance. She sleeps well.  
 
Medical and sensory conditions 
In addition to her dementia, Case M has possible bowel cancer. The hospital refused a blood 
transfusion because of her dementia. She has a dynamic hip screw after her fall in 2012. She also has 
hearing problems. 
 
She takes, or took, Galantamine syrup for dementia. She has a Ferrous Sulphate tablet for her 
haemoglobin level. When in pain she may have paracetamol. However she will tend to spit out her 
tablets when receiving medication. However if staff keep talking to her and gently give them back to 
her, she forgets she doesn’t want them and takes them. 
 
Mobility and orientation 
Case M has occasional pain when at rest, moderate pain on movement and is breathless on exertion. 
She has a history of falls and is still at risk of these. In the past, two or more carers provided 
guidance and steadiness for transferring activities with a handling belt. She is now transferred with a 




She is sometimes oriented in familiar surroundings. She remembers staff members but finds it 
difficult to remember where she is, recent events and the date. Carers should keep a clock in her 
view. She can recognise her parents from photographs. 
 
Carers use a slide-sheet to reposition her when in bed. Her bed has bed-rails because she may 
attempt to get out of bed alone but needs assistance to stand; a consent form for these was signed 
by her family on her relocation. She also has bumpers on the rails as she kicks at staff. Her bed has a 
pressure mattress and compressor unit.  
 
Washing, bathing and skin integrity 
Case M receives bed baths. She sometimes refuses ADL assistance; her son has written a letter 
showing staff how to manage this behaviour. Carers are advised to ask her if she would like to wash 
herself. She has no concerns regarding the gender of her carers when receiving assistance. 
 
A Very High Risk Waterlow Score indicates that she requires significant intervention with skin care. 
 
Grooming 
Her nails must be short and clean as Case M puts her hands in her knickers after defecating. 
 
Dressing and body temperature 
Case M is dressed by carers. She cannot express her body temperature; staff can tell by her position 
if she is cold.  
 
Bathroom use and continence 
Case M is incontinent of both urine and faeces. She can no longer recognise when she needs to 
evacuate so wears a full pad at all times. However she sometimes removes this. She is encouraged to 
use a commode first thing in the morning and in the evening before bed. Staff should check the state 
of her faeces using the Bristol Stool Form Scale. She takes Movicol for chronic constipation. 
 
Eating 
She is 1.62m tall. She has a thin build. The care record notes her weight in 2004 (pre-
institutionalisation) as 48kg. However on entry to Care home #2 she was 35.8kg. Since then her 
weight had increased to 37kg, but has now reduced to 34kg. Her BMI is currently 12.9kg/m² 
(underweight with severe thinness). She is known to a dietician who prescribed three 30ml bottles of 
Pro-Cal Shot (manufactured by Vitaflo) per day. She also has one 220ml bottle of Ensure Juice 
(manufactured by Abbott) per day which gives her 50 calories and 20g of protein intake. She has 
Guinness twice a week to boost her iron levels. 
 
Case M eats very little. For example, one day she ate only two spoons of her main meal and two 
spoons of pudding. She takes fluids well. Carers need to understand her behaviour as she will say “I 
don’t want to eat this rubbish” but will then eat it. She has breakfast in bed, lunch in an armchair in 
the lounge, and her supper in bed. She requires support with cutting food and opening cartons and 
bottles, but otherwise can feed herself. Staff should leave biscuits near her as she loves them. 
 
End of life plan 
Case M is in Care home #2 for palliative care. She has expressed a clear wish to die. Staff from the 
hospice she is linked to visit regularly to monitor her. She has been assessed as unable to make her 
own arrangements regarding the end of her life. The care record contains a photocopy of her Living 
Will, signed 02/01/1996. 
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Case N Stage One vignette 
Case N is a female in her late 70s. She has AD or VaD (the care record is unclear), which was 
diagnosed five years ago. 
 
Pre-relocation 
She was born in the same county as Care home #2. She married in the 1950s and widowed just 
before her 50th wedding anniversary. She has two children and two grand-children. She is a sociable 
person and enjoyed working as a child-minder. She likes most foods, listening to music, TV and 
reading magazines. She had a suspected stroke in 2006. 
 
Relocation, capacity and care home life 
Case N broke her hip after a fall down the stairs in her home in March 2012. She relocated straight 
to Care home #2 from hospital in May 2012.  
 
Case N can be confused and bewildered by everyday events around her, although is often cheerful. 
She can have difficulty communicating her needs; her speech is frequently incoherent. She can 
understand others’ speech or gestures. Staff should observe her for signs of pain and agitation: 
restlessness, facial grimaces, violent tremors or sudden screams. She can tolerate receiving 
assistance with ADLS only if carers engage her in conversation. She particularly enjoys talking about 
her personal photographs even if she cannot remember who they are of. Carers must provide 
complete assistance to maintain a safe environment for her, to manage her spirituality, sexuality and 
social activity. Staff must intervene to support her mental well-being as she can be anxious and has a 
history of depression. However she is now rarely tearful. She likes to participate in armchair 
exercises, reminiscence activity, games and the weekly church service. She has had some difficulties 
sleeping although now sleeps more soundly having settled in to Care home #2.  
 
Medical and sensory conditions 
Case N was on Aricept and Donepezil for her dementia. She also used to take Quetiapine for her 
mood but this has now been stopped. She has Deep Vein Thrombosis, osteoporosis, type II diabetes, 
hypertension, gout, rheumatism and hypercholesterolemia. She takes, or took, Almodapine, 
Bumetanide and Amloride medications for heart problems. She suffers chest infections but can be 
reluctant to take medication so sometimes goes without antibiotics.  
 
Mobility and orientation 
Case N requires two staff to provide constant guidance when mobilising as she is a high falls risk. She 
has not walked since her right hip hemiarthroplasty. She does not weight-bear and therefore will be 
unable to independently move away from immediate danger. She has a hoist with a sling for 
transfers and is hoisted onto her water-chair. Her head does not need to be clipped when hoisted as 
she has good neck strength. Her water-chair is a C5000/500 Hydro Tilt Manual Chair with a pair of 
C5042 HydroTilt lateral support adjustables, a C5038 HydroTilt Angle Adjustable Footplate, a C5036 
HydroTilt Profiled Soft Headrest and three large adjustable 6.70002 Kinetic Balance Hip Belts. When 
these items arrived in July 2012 the care home’s physiotherapist set up the equipment and advised 
carers on adjusting it as necessary.  
 
Her orientation is poor. Staff are advised to orient her of the time and day every morning when she 
is washed. 
 
She requires a long bed because of her height. Although her bedroom has an alarm bell, she does 
not use this appropriately; she sometimes presses it for no reason or has forgotten her need by the 
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time carers attend her room. She is at risk of falling while in bed; she leans to the left so must be 
cushioned on the left side. She also has padded bed-rails and a pressure mattress with compressor 
unit. She is repositioned using a slide-sheet to help avoid skin-tears.  
 
Washing, bathing and skin integrity 
She enjoys having a bath but is uncomfortable taking her clothes off in the presence of others. She 
must have only female carers. She may also become agitated during ADL assistance so the best 
action is to leave and return later. She can wash her face if given a flannel. 
 
A Very High Risk Waterlow Score demonstrates that she requires significant intervention with skin 
care. Her skin is paper-thin and scars easily. She also has eczema. Staff cream her body after 
washing. She has no pressure sores. 
 
Grooming 
Carers encourage Case N to perform grooming activities for herself as much as possible. The care 
record notes advise staff to explain to her what they are about to do, not rush her and allow her 
time to perform the task. She can wash her hands if given a bowl of warm water and soap. Her nails 
must be kept short as she puts her hands in her faecal matter. Carers wash her hair. 
 
Dressing and body temperature 
Case N requires total human assistance to get dressed. She can raise both of her arms when asked. 
Staff ask her to choose the dress she would like to wear. She cannot always express her body 
temperature but carers know that she does not like to be exposed to the air. 
 
Bathroom use and continence 
Case N is doubly incontinent. She does not always ask to use the toilet but gets restless, so carers 
observe her body language to detect this need. She finds it difficult to open her bowels because of 
her immobility and her abdomen can be distended. She can be constipated and has been known to 
attempt to manually evacuate her rectum. She also has a commode but must be supervised when on 
it because of her falls-risk. She uses continence pads used although she has a tendency to pull her 
pad out. She now wears a slip with knickers over the top to prevent her from putting her hand into 
her faecal matter. 
 
Eating 
She is 1.77m tall. Her weight when she entered Care home #2 was 73.1kg but is now 84.8kg. This 
puts her at a current BMI of 26.8kg/m², indicating she is overweight. 
 
Case N can eat and drink well although requires prompting because she can be distracted. She eats 
breakfast in bed, lunch in the dining room with the other residents and has supper in her room. She 
has a diabetic diet. She can choose what she would like to eat if choices are restricted to only two or 
three options. She uses a normal drinking glass and plate.  
 
End of life plan 
A DNR Form was completed in May 2012. She has been assessed as unable to make her own 




Case O Stage One vignette 
Case O is a female in her late 80s. She has AD, which was diagnosed eight years ago. 
 
Pre-relocation 
Case O had a long career in science and education. She married in the 1950s and had one daughter. 
She has two grand-sons. She also has many nieces and nephews. She was widowed in the 1970s. She 
now does not remember her husband at all. She is a good cook, very artistic, loves classical music, 
animals, gardening and dress-making. She had an active and fulfilled retirement and joined walking 
groups, jewellery classes and the University of the Third Age. 
 
Relocation, capacity and care home life 
She relocated to Care home #3 in May 2008. 
 
She has been assessed as unable to make informed decisions regarding her care. Her cognitive 
impairment makes her forgetful and confused, leaving her vulnerable. In March 2013 she could not 
complete an MMSE due to her poor cognitive abilities. Her daughter has Enduring Power of 
Attorney. Although she is unable to make major decisions staff must seek her consent at all times 
when offering any care or interventions. 
 
She can go out on day trips with fellow residents or her family. Her daughter takes her for walks or 
to coffee. However she has been known to have an anxiety attack before going on a day trip so stays 
at home when this happens. 
 
Case O has some impaired ability to communicate to others and to understand other’s 
communication. Her speech is starting to get impaired with the progression of her dementia. She 
requires a high level of support to take part in activity programmes, to manage her behaviour and 
mental well-being. If she becomes aggressive her medication calms her down. Case O can take 
herself to bed but has a disturbed sleep pattern. If she is confused on waking, one carer can soothe 
her. Staff keep a light by her bed. 
 
Medical and sensory conditions 
Case O had been on Aricept and Memantine for her AD but these have now been discontinued. She 
takes, or took, Levothyroxine for hypothyroidism. 
 
Mobility and orientation 
Her STRATIFY score indicates that she is at Very Little Risk of falling. However she should not have 
mats or rugs in her bedroom. She can be mobile with little assistance although sometimes uses a 
walking stick. Carers do watch her when walking, however. She may need to be prompted for 
transferring activities but can perform the movements herself.  
 
Case O has disorientation of time, person or place and fails to recognise and appropriately use 
everyday items. On ‘good days’ she can find her way around the care home and recognise her family 
and some staff. She could not leave Care home #3 on her own as she would not find her way back. 
 
Case O had a bed-rail assessment in April 2013 which indicated that these are not necessary as she is 
independently mobile and at risk of climbing over the rails. However she has her bed set at the 






Washing, bathing and skin integrity 
Case O requires complete support to wash and bathe. She can be physically aggressive during ADL 
assistance and hesitant to bathe or shower. Therefore she is encouraged to have a ‘swim’ once a 
week where possible. She prefers female carers and has the capacity to say no to uninvited sexual 
contact. She does not like to undress in front of other people.  
 
An At Risk Waterlow score indicates that she requires some staff intervention with skin care. Her 
skin has sores where she scratches herself.  
 
Grooming 
Conflicting information in the record states that either: Case O goes to the hairdressers at Care 
home #3 weekly, or hates going to the hairdresser. She needs to be encouraged to brush her teeth. 
 
Dressing and body temperature 
The information on Case O’s ability to dress is unclear. She can be resistant to changing clothes and 
will wear the same clothes for weeks. She dislikes nightwear so will sleep in her day clothes. She likes 
to wear trousers and socks at all times. She requires prompting to ensure comfort of body 
temperature. She hates to feel cold. 
 
Bathroom use and continence 
Case O is not incontinent. She can take herself to the toilet although has been known to refuse to go. 
She has also self-evacuated her bowels with her hands and inappropriately dispose of her faeces. 
Therefore carers must check her en-suite regularly and encourage her to wash her hands. They 
should also explain the side effects of her behaviour such as bleeding and pain. She takes prune juice 
to prevent the constipation that triggers the self-evacuation. If she appears more confused than 
normal staff must use a urine dipstick to check for UTIs. 
 
Eating 
Her last recorded weight was 59kg and BMI was 20.8kg/m². Her height was not indicated in the care 
record but this can be calculated as approximately 1.7m. Although she is a healthy weight for her 
height, the record notes that she has been losing weight lately. 
 
She moved to a soft diet in April 2013 because she tended to spit out hard bits of food. She has 
Vitamin D supplements. She can feed herself although may require prompting. She likes food and 
can verbally communicate that she is hungry. However she needs to be reminded about mealtimes. 
She sits in the dining room with the other residents for meals.  
 
End of life plan 
Case O explained her wish not to be resuscitated after she was diagnosed with AD when she was 
cognitively healthy enough to make such an informed decision. A DNR Form was completed in 
September 2012. She is not to be sent to hospital if she becomes unwell. She has been assessed as 




Case P Stage One vignette 
Case P is a female in her late 80s. There are no details on the type of dementia or date of diagnosis 
in the care record.  
 
Pre-relocation 
She married her husband in the 1940s. She has a complicated and tragic family history; after having 
two daughters in the 1950s, one died in the 1970s. She also fostered a child. She was widowed in the 
1990s. She enjoys classical music, gardening, dancing, writing letters and reading books. In her later 
years she gave up doing things she enjoyed. She had a brain tumour in the 1980s. She also began to 
suffer diverticulitis 44 years ago. She had several TIAs. 
 
Relocation, capacity and care home life 
Case P relocated to Care home #3 in August 2004 because of a stroke she suffered at home the 
month before. She was also wandering and getting lost. 
 
She was unable to complete an MMSE in March 2012 due to decreased cognitive abilities. She has 
been assessed as unable to make informed decisions regarding her care. She often resists assistance 
so staff should explain to Case P what they are doing to help her and why. 
 
Her communication is now impaired. She cannot talk and is only able to make incomprehensible 
sounds. She may use non-verbal communication, however. She has difficulty understanding others. 
She requires a high level of support to take part in activity programmes and to fulfil her social needs. 
She has depression which is managed by Citalopran. She does not require assistance to sleep. In 
January 2010 she was found in bed with a pillow over her mouth and nose; from then staff now 
check her every 30 minutes whilst she is in bed. In March 2013 she was observed rolling with her 
head in the gap between the bed and side bed-rail. Now pillows block the gap and observation was 
increased to every 15 minutes to ensure her safety. 
 
Medical and sensory conditions 
In addition to her dementia and aphasia, Case P has deafness in her right ear because of childhood 
measles. She refuses to wear hearing aids. Her left eye also droops lower than her right eye as a 
result of a previous operation. In January 2012 she temporarily took a liquid form of Amoxicillin for 
swallowing problems. She experiences pain which may be the reason she is reluctant to get up in the 
morning. She has rectal paracetamol in the mornings before getting up and an oral paracetamol in 
the afternoon. 
 
Case P has a high risk of inhaling tablets so medicine should be provided in liquid form or crushed 
into a thickened drink. 
 
Mobility and orientation 
Although Case P used to walk with the assistance of two carers, she is now less mobile. Her gait is 
also unpredictable so she stays in a wheelchair or wheel-able armchair. Two carers are required to 
use a hoist and sling for transferring activities.  
 
Case P is oriented in familiar surroundings. 
 
Her bed has an air mattress to alleviate pressure wounds. This is now on ‘auto-adjust’ as she spends 
more time in bed. In March 2010 a bed-rails assessment showed these were not appropriate as she 
would do her utmost to escape and be at more risk of injury. However in January 2012 she was 
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found with bruises to the right side of her face having collided into the wall next to her bed. From 
that point she had bed-rails with bumpers for protection. 
 
Washing, bathing and skin integrity 
Carers provide full assistance with washing and bathing. However Case P constantly displays 
resistant behaviour when receiving personal hygiene. She has a twice-weekly shower and bed baths 
or strip-washes on other days. She does not have a bath because she leans back and slides down. 
Staff use a slide-sheet with her during bed baths. 
 
Her Waterlow score indicates that she requires staff support to manage her fragile skin. She 
developed a sacral score when she moved to a new recliner chair. She was put in bed while this 
healed and a pressure relieving cushion was added to prevent more sores. When her bottom is red 
she goes back to bed after lunch for a nap; this helps prevent sacral wounds developing. 
 
Grooming 
In April 2012 staff noticed Case P lost a crown and noted that although the nerve to the area would 
be dead the metal peg in her mouth may possibly cause discomfort or an ulcer. Staff were to 
monitor her oral health for this. Case P is known to hit out when oral-care is given or eye drops 
administered. However she must have her eye drops as infection would cause further pain. She has 
her hair washed once a week. She is visited by the podiatrist and goes to the dentist.  
 
Dressing and body temperature 
Case P receives full assistance from carers to dress. She particularly likes pink and beige clothes so 
wears these often. She wears hip-protectors. She has no awareness of her body temperature so 
requires staff support to control it. 
 
Bathroom use and continence 
She is doubly-incontinent. This is managed with a continence pad and net knickers. She will 




Case P’s weight decreased from 49.7kg in February 2013 to 44kg by July 2013. She has a thin build. 
She takes a Vitamin D supplement to prevent reduction of bone density. There were no height and 
BMI data in her care record. 
 
She receives full support to eat a pureed diet. Her drinks also have Grade 3 thickening fluids as 
advised by her GP because she coughed and spluttered on solid food and drinks of normal 
consistency. Carers suction her mouth as required if she chokes. She also takes Hyoscine 
Hydrobromide to dry up secretions in her lungs, nose and throat. She has drink thickener. 
 
End of life plan 
A DNR Form was completed in September 2011. She has been assessed as unable to make her own 
arrangements regarding the end of her life; there are notes in the care record for a specific funeral 




Appendix 6: Stage Two case studies 
Case A Stage Two case study 




Case A can make some decisions concerning her daily life, can read and verbally communicate 
although has a tendency to repeat conversations and questions. At times Case A is aware that she 
has dementia; however the quote below from her keyworker, K1A, demonstrates that she is not 
aware of the terminal nature of the disease: 
 
K1A: She’ll read things in the paper she’s aware that she’s got dementia to a degree…if she 
reads something that says oh you know nearly found a cure for VaD or for dementia she’ll go 
oh I got that I’ll be alright then… I’ll be alright soon 
 
This shows that she does not have full insight into the long-term effects of her condition. This is 
further support by K1A’s anecdote about a time Case A was reminded of her diagnosis: 
 
K1A: There was one lady that needed physical support with diet and I overheard the staff 
member say to [Case A] that “Oh she’s got dementia so we have to help her” and the staff 
hadn’t obviously been through the training yet and [Case A] went “Well I’ve got dementia 
and I don’t need that sort of help” luckily it didn’t affect her… she didn’t see into the future 
that that could be her  
 
Although she can verbally communicate currently, Case A’s diagnosis could make her vulnerable and 
require support to remain safe. She confuses her life in Care home #1 with the delusion that she 
works there. This produces a wish some afternoons to ‘go home’. Other times she believes she is at 
Care home #1 on holiday. When she is aware that she is confused, Case A becomes distressed and 
unsettled. She also suffers with anxiety, which is linked to her need to ‘go to the shops to buy 




Case A was born in a different area of the country to where she lives now. She has four sisters: one 
who died a long time ago, one who lives in Australia, one who lives far away and has a mixed 
diagnosis of VaD and LBD, and a fourth with AD who died 18 months ago from pneumonia after a fall 
down stairs. According to A1 during hospital visits to the fourth sister Case A could not understand 
the situation: 
 
A1: Mum would keep saying to me “I don’t know what’s the matter with her I don’t know 
why she doesn’t just pull herself together” she’d got no patience with her at all  
 
Her VaD leaves Case A unable to interpret the reason for her sister’s unresponsiveness. A1 also 
arranges sporadic telephone calls between Case A and her sister with mixed dementia: 
 
A1: I get mom to phone her from time to time and I say you must tell her who you are 
because she won’t know who you are and you have the bizarre conversations and mom just 




However these conversations are rarely successful as the sister has impaired communication. The 
sister and family who live in Australia are frightened of developing dementia due to the family 
medical history.  
 
Case A married her husband in the 1950s but was widowed in the 1970s. Her first daughter died at 
only a few months old from cystic fibrosis. Her adult daughter A1 has the same condition. Up until 
the mid-2000s Case A would have to get up early every day to help her daughter: 
 
K1A: From the crack of dawn right to the last minute at night she’s literally had to look after 
her daughter…so [Case A]’s always been you know been her main carer and then [Case A] 
also looked after her husband [who] passed away unfortunately but he was very ill and she 
nursed him as well and she’s always done a lot of things for charities fundraising to make 
awareness of like cystic fibrosis 
 
This demonstrates that Case A’s life has been defined and shaped by her caring roles. She was 
dedicated to her daughter’s well-being and survival. 
 
Community life 
Case A and A1 lived together during A1’s first marriage. This was so that Case A could help with A1’s 
health issues. After A1 got married a second time, Case A had a stroke. A1 witnessed her mother’s 
stroke but struggled to get it diagnosed: 
 
A1: We were both sitting in the lounge…and I just watched the whole of her left side drop 
down… I got a really close friend to come and take her to the doctors for me straight away 
and the GP said no she hadn’t had a stroke but Guillain-Barre Syndrome and prescribed 
steroids… but then that night she was up all night doing strange things leaving the taps 
running shouting at me and I thought this is the stroke so the next morning I just took her 
straight back to the doctors said “This isn’t what you said it is” they said “Oh perhaps she has 
had a stroke then perhaps you need to go to A and E”… they did a CT scan said “Yes she has 
had a small bleed” 
 
A1 and her husband decided that it would not be appropriate for Case A to live with them as their 
house was geographically isolated from the surrounding local community. Case A did not want to be 
on her own, however, and wanted to live with her daughter. She moved into a ground floor flat 
about four miles from A1. It was on a bus route which enabled Case A to go into town and make her 
own choices about what to do during the day. The flat was classed as semi-sheltered; it had a 
travelling warden who visited weekly and a telecare alarm.  
It was immediately apparent that the stroke had affected Case A’s brain through changes in her 
personality and behavior. She left taps running, thought television noises were parties in her house 
and believed that if she entered television competitions that she would definitely win. She also 
began to have trouble using the telephone appropriately. She began to order items she didn’t need 
from catalogues and on one occasion called a taxi company to take her to Heathrow so she could go 
to Australia and see her sister; a journey over 100 miles each-way. Over time she was perceived as 
unable to use the telephone without help.  
 
A1 and her husband, under her GP’s orders, stopped Case A from driving. Under law once a 
diagnosis of dementia has been made, the Driver and Vehicle Licensing Agency must be informed. 
When Case A did not remember why she had no car she would say that is was time for her to buy 




A1: “Yes ok then mum we’ll go and have a look shall we” because in her head she can still do 
all those things 
 
This method prevented any further distress to Case A. At home she liked to read the paper and 
spend time with other residents in the flats. A1 had been worried that she would disturb the 
neighbours with her visits but in fact they welcomed her because they themselves were 
housebound: 
 
A1: So they used to welcome [the] conversation even if it was the same sort of repetition 
 
However she became a heavier drinker and re-addicted to cigarettes because of a neighbour’s 
influence. She had stopped smoking previously because of her daughter’s cystic fibrosis: 
 
A1: Yes thirty-five years she’d packed up for and this alcoholic smoker persuaded her to and 
of course now she’s forgotten that she ever gave up and it was a nightmare because I’ve got 
a chest problem and I used to go into the flat and it stunk it used to be so hot and the smell 
oh it was vile vile vile 
 
Case A now smokes one or two cigarettes per day. This is discussed further in the ‘Care Home Life’ 
section later.  
 
At home: medical and sensory conditions 
Case A has arthritis in her spine, has had both hips replaced and at least one knee replacement. At 
home she also suffered with kidney disease, hypertension and spinal stenosis. She has never been 
on medication for her dementia. She has medication for blood pressure, cholesterol, and depression 
which she suffered after the stroke. Anti-depressants alleviated her aggression and anger towards 
A1.  
 
At home: orientation 
Case A began to misunderstand where she was and where her ‘young daughter’ was: 
 
A1: She used to ring me up at night when she was in the flat and she’d be talking to me as 
[A1] the adult but looking for me as [A1] the child “[A1] [A1] I don’t know where [A1] is she 
was in the bed with me… and you know how bad her chest is at the moment… she’s not there 
and I don’t know what to do what do you think I should do about it” you know which was 
heart-breaking 
 
This was one reason for her institutionalisation and is discussed further in the ‘Relocation’ section 
below.  
 
At home: mobility 
After her stroke, Case A lost awareness of her left side and would bang her left shoulder when 
walking through doorways. This also manifested in other problems, for example although she 
wanted to continue ironing, she did not iron the left side of shirts because she had not perceived 
them. She would also only wash one side of her body, or only see food on one side her refrigerator. 
A1 explained that this is because of Case A’s brain not perceiving one side, rather than physical 
issues such as numbness or eye damage. 
 
Case A’s ground floor flat had a telecare alarm with a pendant and pull cords in every room. She 




A1: [It] used to hang beautifully on the rocking chair 
 
A1 also perceives that Case A would never have used the pendant or pull cords in the event of an 
emergency. This was because Case A did not think she needed this technology, and the device was 
‘for other people’. However she did have a few falls in her flat: 
 
A1: But she would never have thought to ring the bell she would have dragged herself over to 
the settee and sort of would wait for somebody to come… she just wasn’t aware of it 
 
Therefore this technology was redundant because: Case A could not remember it was there and if 
she had remembered it did not think it was appropriate for her. Other mobility-related technologies 
included hand-rails in the outside areas and in the bathroom by the shower and toilet. She used, and 
still does, a walking stick when she remembers to. This use of this device was due to her need to 
have a knee replacement; it was bought by A1 and is ‘pretty’ to encourage her to use it. 
 
At home: washing 
The only data on washing are that Case A did not wash the left side of her body and so was washed 
by carers. See the ‘Informal and Formal Carer Assistance’ section below for more on this. 
 
At home: grooming 
No data on Case A’s ability to perform grooming activities were extracted. 
 
At home: dressing 
While at home Case A could initially remember that she needed to dress or undress herself and 
could perform the tasks to complete these activities. However she began to dress inappropriately as 
her VaD became more pronounced:  
 
A1: It was the winter and she was wearing cropped trousers and a summer top and I said 
“Why on earth are you wearing that mum it’s not warm enough” “Because Hello magazine 
says this is the ideal outfit to wear out this time of year long trousers are too warm and 
shorts are too short” 
 
At home: elimination 
Although she could remember she needed to go to the toilet and take herself there, she sometimes 
experienced continence accidents: 
 
A1: I got called up there at two-o-clock in the morning and things like that to help her sort it 
out and I think it was just because she’s on quite a lot of painkillers and sometimes they 
make her a bit dopey and she just wasn’t aware of it… that was very very rare 
 
A1 and her husband renovated the bathroom in the flat to make it more attractive when Case A 
moved in. Although Case A found the hand-rails around the toilet useful, she refused to have a full 
frame because her bathroom was small and ‘it would spoil the look of it’:  
 
A1: I think I found it quite difficult to go from being the cared-for to the carer and because 
she is such a strong personality if she says “No I’m not doing that” or “I’m not having that” I 
would go with it whereas with hindsight I perhaps should have insisted… because it would 
have been better for her having raised toilets and things… because she is so strong I would 




In the quote above A1 clearly feels that additional bathroom ATs would have helped Case A with 
toileting. However the barriers to this were a small room and lack of acceptance by Case A. 
 
At home: eating 
A1 began to suspect that her mother had problems with eating and drinking when Case A began to 
develop urine infections. She realised that Case A wasn’t drinking enough fluids throughout the day, 
nor preparing meals: 
 
A1: I’d make her a cup of tea when I went there in the evenings because I was there every 
night and had her every weekend but I realised that if I put a teabag in the pot it would be 
there the next day so she was going for long periods without drinking and she wasn’t eating 
the food that’s in the fridge because I was preparing it and you start to realise that 
something’s not right 
 
However she still loved to eat and drink and would consume meals if they were put in front of her. 
She knew how to eat and use cutlery. She used no eating or drinking ATs at home.  
 
At home: informal and formal carer assistance 
Pre-stroke and pre A1’s second marriage, A1 and Case A lived together. A1 only conducted some 
IADL tasks with and for her mother. Typically Case A made breakfast and A1 made dinner and did 
food shopping. They shared housework. After Case A’s stroke and relocation to her ground floor flat, 
formal caring staff visited her at home three times per day for a period of two weeks only.  
 
A1: They came in to assess whether she was washing herself properly in as much as she was 
doing the left side as well as the right side whether she was able to toilet whether she was 
able to make herself a drink and snack and all those sorts of things 
 
After the two weeks A1 performed these tasks with her mother but found it difficult to conduct any 
ADLs with Case A due to her own health problems. A1 then used her contacts within the healthcare 
industry to get her friend (an OT or Physiotherapist) to visit Case A’s house. This professional did not 
assess the need for or provide ATs, but arranged for formal carers to visit regularly and for Case A to 
go to a day centre for activities and lunch on a Friday morning. However the day centre visits were 
only a 16-week programme; Case A then had to go to a different day centre twice a week which she 
hated: 
 
A1: It was like an angry naughty child all the while because every week they would come to fetch 
her and nine times out of ten she would say her leg’s hurting she couldn’t go 
 
A1 speculates that this was because the days were too long; 9.30am to 4.30pm, which Case A found 
boring and uncomfortable because of her arthritis. Case A was also unhappy with receiving regular 
formal care and kept cancelling visits, although eventually accepted their presence. These carers 
made sure that Case A took her medication because she tended to overdose on painkillers when she 
self-administered. This was because she could not remember if she had taken any medication to 
ease the pain from her arthritis. She had been found unconscious twice as a result. A1’s husband 
then screwed a small safe with a combination code into a cupboard. It was screwed in to prevent her 
from taking her medication and hiding it as she had done with items. Case A was not given the safe 
combination code to prevent her from accessing her medication. Therefore only A1, her husband or 




A1: It was difficult because she felt that she was being treated like a child and she couldn’t 
remember that she’d overdosed and whenever we argued she would always make it out to 
be my fault… of course I was doing it for all the best reasons 
 
Over time the assistance provided by the formal carers became more intensive, from a tablet check 
to preparing Case A’s meals and then to also watching her eat it. A1 bought microwave ready-meals 
for this to reduce the time, and therefore cost, of the carers. A1 described why she insisted on 
county council carers rather than agency workers: 
 
A1: I insisted that they had to keep it in-house with the county council staff because I knew 
that those staff would be completely and utterly trained and that they would be getting paid 
to do the actual job rather than having to get their travelling time into their allotted time 
because I see a lot of carers who work for agencies and they’re very good but in my opinion 
they don’t have the same training… with county council… I knew she would get what she 
needed 
 
A1 feels that her contact with formal services has been both positive and negative. Her health 
problems meant that she could draw on her previous experiences and knowledge when 
communicating with health and social care services. She was familiar with what could be available 
but still felt that it was an ‘uphill struggle’ to get information and assistance: 
 
A1: The minute she had the stroke I then had to become her [carer] and I had lots and lots of 
battles not with mum but with doctors and other people because they couldn’t associate the 
fact that I actually still needed care but I also needed to provide it to my mum 
 
Case A was also under the care of a mental health team and had a case worker who was an OT. 
However A1 had a poor experience with the old-age psychiatrist at the mental health team after the 
diagnosis: 
 
A1: She’s got absolutely no people skills… I said to mum sit here I’m just popping to the loo I 
came back… she was trotting back out the consultancy door and she said “Oh she’s finished 
with me now” I said “Has she we’re going back in” she said “I just told your mum as I told you 
six years ago there’s nothing we can do with VaD” I said “I don’t care what you’ve had to say 
I’ve got a list of questions here and I’ve waited four months to see you and you’re going to 
answer them”… she was absolutely dreadful…  I asked for a referral to the mental health unit 
here to see what the doctor said and he was just so different… he said “Right I want you to 
shut up so I can talk to your mum” which is absolutely right that’s the way it should be 
 
Case A eventually became good friends with two of the ladies who provide formal caring for her; 
they continue to visit her at the Care home #1. A1 also found a neighbour to be invaluable support 
when she was too ill to care for her mother: 
 
A1: She was our lifesaver if I was on holiday or if I was unwell she would always go in and 
make sure she was alright and get extra you know I would always go shopping for her and 
then she would go in and get extras and things like that  
 
Relocation 
Case A lived in the community for six and a half years after her stroke. She relocated to the care 
home in February 2012. A1 began to peruse care homes approximately a year before she made the 
decision for Case A to relocate to Care home #1. This was because her health-professional friend had 
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suggested she start to view care homes in case an acute event occurred, such as a fall, which 
necessitated a rapid relocation. Therefore, the friend suggested, A1 should find a care home she was 
happy for her mother to live in. A1 did this, although admits she still thought institutionalisation 
would never occur: 
 
A1: I thought that we would still be able to muddle on but then she started running away 
from the flat because she suddenly stopped recognising it… she wouldn’t get dressed because 
they weren’t her clothes because she wasn’t in her flat and I’d be getting phone calls at half 
ten at night “I don’t know where I am this isn’t my place I’ve not been here before” 
 
Although she hoped that Case A’s confusion was related to a treatable trigger such as a UTI, she 
eventually realised that the dementia was causing her mother’s disorientation. A1 then made the 
decision for Case A to relocate after persuasion from others: 
 
A1: People kept telling me she needed to go in a home GP kept telling me her best friend kept 
telling me her carers kept telling me… “You can’t carry on like this you’re gonna get ill… she 
needs to be somewhere safe now you can’t not do something about it” 
 
Indeed, the GP also used reverse psychology tactics to persuade A1 to make the decision: 
 
A1: Mum’s GP said “If you don’t do something she’s gonna have an accident and she’ll be 
dead and how would you feel then and how would you feel if a family were involved as well it 
would be dreadful” 
 
A1 had also put off making a decision until the GP told her to relocate her mother in case there were 
legal issues concerning forcing Case A to stay in a place she did not want to be. She felt that by 
having a health professional’s support this gave an extra level of authority beyond her wishes. 
However A1 also experienced difficulties from formal services when asking for help locating and 
deciding on an appropriate care home because Case A was fully-funding: 
 
A1: They just used to say “Look you’re fully funding we have nothing to do with this” I said 
“Ok fair enough we’re paying for it but surely you have a duty of care to support us and help 
us with this” “No only if we’re paying for it” it was real hard work I kept thinking somebody 
somewhere should be able to help me with all this 
 
Inevitably, along with the decision came negative emotions. A1 feel isolated, stressed, anxious and 
guilty: 
 
A1: I felt a huge responsibility… I just felt like I was letting her down because she’d always 
been so good with me and absolutely dedicated everything to me I wanted to do the same 
for her and I also felt guilt-bound to do the same for her as she kept reminding me… it was 
horrendous 
 
A1 and her husband also struggled to get Case A to perceive that she needed to live in a care home 
because she lacks insight into her condition and her ability to self- care. When the relocation 
occurred, A1 did not tell her mother that she was moving. A1 did not tell the formal carers about the 
plan as she did not want them to treat her any differently on the morning of the moving date. The 
strategy was for Case A’s friend to take her out for the day so that A1 and her husband could remove 
her clothes and belongings from her flat and set them up in her new bedroom at Care home #1. Her 
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belongings included her rocking chair, bookcase and family pictures. A1 then fetched her mother 
from the friend’s house and told her about the move. Case A was very understandably upset: 
 
A1: [I] just said “Oh mum… because you’ve not been very well because you’ve not been 
recognising things we think it’s best you come here”… she was absolutely livid putting it 
mildly “Well go away then now I don’t want anything to do with you ever again how could 
you do this to me” 
 
Indeed Case A was angry with her daughter for approximately six months after this. A1 found 
emotional support by the staff of Care home #1 and Valium from her GP valuable. Although it was a 
very hard time, A1 acknowledges that however the relocation had occurred, Case A would have 
been unhappy. Now, Case A believes that she may still eventually go back to her flat because she 
works at the care home and does not live there as a resident. Although sometimes A1 will ‘go with it’ 
and not tell her she is wrong, A1 has also at times told Case A that her flat has been knocked down 
by the council and she cannot return: 
 
A1: Because she couldn’t go back to it the council were going to pay for her to stay here 
because if she thought for one second she was paying she’d be straight out that door 
because she wanted the money to go to charity 
 
This coping strategy appears to calm Case A when she discusses going home to her flat. 
 
Care home life 
Although her memory and speech have worsened slightly in the 18 months she has been in the 
home, Case A has expressed that she is now happier than she was when living on her own: 
 
A1: She will say to me she’s a lot happier now because she used to say to me in the flat 
sometimes “You don’t realise what it’s like for me here on my own you know hours and hours 
on my own waiting for you to come” 
 
Case A also says at times that she likes Care home #1, particularly the people and the food. She 
sometimes feels happy that she has an easy life and is ‘pampered’ by the staff now that she is 
retired. This all helps A1 to feel that her decision to relocate was the correct one. A1 also feels 
relieved because she perceives Case A to have a better quality of life, is more stimulated, has more 
company and is safer than when she lived in her flat. A1 sometimes takes Case A out for lunch and to 
medical or social appointments. Case A also leaves the home on social activities and trips. 
 
Case A smokes 1-2 cigarettes per day in the front or back garden and sometimes has e-cigarettes 
whilst indoors. Her keyworker ‘K1A’ believes that cigarettes help Case A to deal with her anxiety and 
to relax. She used to go outside on her own but now requires support and supervision from staff as 
she forgets to extinguish the cigarette properly. She also likes to be with them while outside for their 
conversation: 
 
K1A: She often says “Oh you don’t need to sit with me I’ll be fine” but… because we don’t 
want her to feel as if we are there because she can’t manage we say things like that “Oh it’s 
alright [Case A] I’m glad of the fresh air” and just pass it over to say we’re glad of the fresh 
air glad to be out with her so it’s her idea to drag us out of work even though we’re obviously 




Carers are not allowed to smoke with her; those who don’t smoke are not under obligation to sit 
next to her and can sit on another bench, walk around the garden or pretend to check the rabbits as 
long as she is in their vision. K1A speculated on what the policy might be if in the future Case A 
decides not to go outside to smoke:  
 
K1A: It would have to be in her own room because you know the rest are communal areas 
and it’s not fair [on] the rest… her smoke alarm in her bedroom would have to be changed… 
where’s she gonna extinguish her cigarette… how long would the staff have to keep calling 
on her… does she have to have her window open… it doesn’t mean that if you don’t wanna 
go out and smoke you can’t smoke because that’s not that’s not how we work and I believe 
that’s how some people [care homes] are afraid to let them have a go  
 
Care home #1 staff are willing to let Case A smoke, after a Risk Assessment, as it is her right to 
continue with this behaviour. A1 is happy that they are willing to support Case A with smoking, even 
if she would rather that her mother did not smoke: 
 
A1: She’s got a terrible cough but I’ve got to the point now where I think well she’s eighty-
two you know she’s got a lot of pain she’s got a lot to put up with if she wants to have one let 
her have one 
 
Case A reads a daily paper, as she always did when she lived in the community: 
 
A1: How much of it she actually takes in I don’t know but she likes reading the paper so I 
think it’s really important that we carry on with that 
 
Case A does not have a telephone in her room because A1 fears that she would telephone the 
council to ask them to collect her and also have trouble understanding the dial-out codes to reach 
her daughter which would make her anxious.  
 
Case A has a cuddly cat that gives her comfort. She has lots of memories when looking at old photos.  
She is generally able to sleep well although the activities that form her night routine require some 
support. Her bed call-bell is always kept within reach of her at night. 
 
Care home: medical and sensory conditions 
In addition to her VaD and previous medical conditions, Case A now has osteoporosis and is prone to 
UTIs. She has painful knees, shoulders and legs because of arthritis and has laser acupuncture and 
Movelat gel applied to alleviate this. She is under the care of an old-age psychiatrist and takes 30mg 
Atalopram daily for depression. She has no problems with her hearing but has cataracts and wears 
spectacles. She has annual eye tests.  
 
She is happy to go for health appointments and have tests and scans as long as the procedures are 
explained to her. A1 hypothesises this is because Case A is familiar with hospital environments due 
to her life history. She is fully dependent on staff for administration of medication and is sometimes 
reluctant to take it.  
 
Care home: orientation 
All doors in the dementia ward are labelled to help Case A orient herself and she has learned that, 
for example, the light blue door leads to the shower room. She can also use labels in the kitchenette 
to put away items when drying up. Despite this she still has some disorientation to place. For 
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example some mornings she’ll wake up and she’ll think her en-suite bathroom is the kitchen. Case A 
is usually predictable in her disorientation: 
 
K1A: She’ll always come out of her room and turn left and you say “[Case A] the kitchen’s 
right”… if [Case A]’s got an option she’ll always turn left if you watch and observe her if 
there’s many ways that she can go she’ll always go left 
 
K1A believe that Case A always turns left because of her VaD rather than physical damage after her 
stroke. This is important to understand her wandering behaviour. 
 
Case A’s disorientation regarding time largely occurs in the afternoon.  Care home staff observed 
that she became most anxious and distressed between three and five o-clock in the afternoons. They 
discovered this time corresponded with her daughter’s afternoon cystic fibrosis therapy; and as she 
believes she works at Care home #1, that her shift has finished. Staff at these times use distraction 
techniques such as social activities or having a cup of tea to help her anxiety.  
 
Case A also has some disorientation to person. She sometimes believes that Care home #1 is K1A’s 
house and that K1A sleeps there at night. K1A is happy for Case A to believe this if it comforts her 
and makes sure never to say goodbye to Case A when her shift finishes. She lets Case A know that 
she is not going to be around but not that she is leaving the building and she never uses the word 
‘home’. K1A tells Case A that she is going to sleep in her room and that if she wants K1A just to use 
her call bell. This would of course alert the on-shift staff, who Case A believes works for K1A. 
However her delusion at times has led to difficult situations: 
 
K1A: She said “Oh you know just get [K1A] [K1A] will know what I want… it’s a drink but it’s 
not a drink you can drink it but it’s not a drink you usually put it in another drink” [laughs]… 
they said they ran through different things and she said “Oh it comes from a cow… [K1A] 
knows where it’s kept just wake her up and ask her where it is” because she just thinks that 
generally I’m just in charge and it’s my house… but obviously it was only milk so they just said 
“Oh we won’t wake her up for that we’ll get into trouble” and they just sort of go along with 
the fact that she just thinks that I’m in charge 
 
As she lives locally, K1A has said she is happy to be telephoned or called in if Case A wants her 
although this has not happened yet.  Staff usually find a way to alleviate Case A when she requests 
K1A’s presence. This works because the staff meet regularly to discuss residents and are all aware of 
Case A’s delusion: 
 
K1A: It’s important that we’re all singing off the same hymn-sheet… because otherwise it’s 
just not gonna work you know if someone turned around said to [Case A] “Well [K1A] doesn’t 
sleep here she’s gone home”… she would just become anxious the fact that it’s dark and 
she’s not sure and “Well if [K1A]’s not here I’m not supposed to be here” and things like 
that… so it’s to enable her to have a good night’s sleep these are things that we necessarily 
have to put into place… the extra anxiety and the stress just doesn’t do their health any good 
 
Staff and A1 also ‘play along’ with other time, place or person delusions Case A may have, for 
example: 
 
A1: I don’t challenge her on it she’ll say “I’ve done my washing this morning and hung it out” 




Case A is known to wander up and down the corridors; all outside doors are alarmed.  
 
Care home: mobility 
Although not At Risk of falls according to her STRATIFY score, Case A occasionally needs support 
from carers when standing and sitting due to balance and pain in her knees. She does not require a 
stand-aid hoist for transfers. Her balance when sitting is good. Staff have recently noticed that she 
sometimes becomes breathless on exertion. She has a stick for walking but forgets to use it or 
refuses to because she believes she does not need it: 
 
K1A: Her daughter brought her a prettier looking stick so it’s got like the flowers and you 
know it’s a pastel one so it doesn’t look like a horrible wooden stick… you can give it to her 
and say “Oh you know [Case A] here’s your stick” “I don’t need that” and you’re like “Well 
you know we’re going outside anyway so why don’t you” and she’ll take it off you… she just 
needs the reminder to use it  
 
K1A also perceives that because there are grab-rails on the dementia ward Case A feels that her stick 
is unnecessary. She particularly forgets her stick when anxious to go outside for a cigarette: 
 
K1A: When she says she wants a cigarette she doesn’t want it in five minutes it’s now it’s like 
something’s clicked to remind her she smokes or she needs one and that’s when she has to 
go 
 
Yet if she was having an afternoon whereby between three and five o-clock she was distressed and 
getting ready ‘to go home’, she will never forget her stick. K1A believes that this may be because she 
remembers that ‘home’ is a long distance and she needs to get to the bus stop safely. She has fallen 
when walking too fast. She used a walking frame after her hip and knee replacement surgeries and 
does not want to use one now. Her GP suggested a wheeled trolley but A1 believes that this would 
be riskier for falls as Case A would not remember to use the brake. Case A does not use a wheelchair 
when she goes out with her daughter because A1 would not be able to push her. They only walk for 
short distances together.  
 
Case A’s bedroom contains a low divan bed to enable her to transfer into it more easily. She had a 
bed-rail assessment in February 2013, but does not require them as she is at low risk of falling out of 
bed.   
 
Care home: washing 
Case A is able to shower herself independently but staff are there to supervise her for safety reasons 
and provide some prompting or assistance with her lower extremities. Carers also move the shower 
head away from her when it first comes on so that she is not under very cold water. She can operate 
the shower by reading the simple instructions. The room has non-slip tiles with special grip and grab-
rails. Case A prefers a daily shower but on occasion will have a bath when her arthritis makes her 
legs painful. On these days she uses a mechanical bath to alleviate her pain: 
 
K1A: The seat of the bath actually comes right out so [Case A] can sit on that and then it’s 
controlled by a remote to lift her up and into the bath and she just stays remaining on that 
seat 
 
The chair is slow-moving, has arms and a lap belt. Case A is happy to use the mechanical bath and 
has been known to comment that it is a ‘good invention and that she should get one for her house’. 
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This may be because the mechanical bath is not on the dementia ward but in the main part of Care 
home #1; Case A may then believe that she has gone into a stranger’s house to have her bath. 
Skin integrity assessments have shown that Case A is at very high risk of having pressure sores. 
Therefore she is encouraged to keep mobile and not sit for too long.  
 
Care home: grooming 
Case A has her own teeth. She can perform oral-care activities but sometimes requires prompting. 
She has a notice on her mirror reminding her to brush her teeth twice a day: 
 
K1A: It does work you know when she looks into the mirror she sees it but [Case A] can 
sometimes look at things and completely not see them at all 
 
She may also be verbally prompted by staff or they may leave her toothbrush with toothpaste on it 
for her to see later. Otherwise she can physically brush her teeth independently. She uses an electric 
toothbrush to make this activity easier. The staff keep this charged for her because she would just 
put it in the basket rather than on the charger. She visits a dentist with A1.  
 
Carers must ensure her nails are clean. A podiatrist visits regularly to take care of her feet. Case A 
also requires help to blow-dry her hair but is happy to have help with this because she likes to feel 
pampered.  
 
Care home: dressing 
Case A requires minimal assistance with dressing. Although her physical function is generally good, 
she always receives help to put on undergarments. This is due both to her arthritis in her shoulders 
and because she now gets breathless on exertion. Her cognition with respect to dressing fluctuates; 
she is able to choose her own clothes but perceptions of A1 and K1A concerning whether she 
understands how to co-ordinate clothes are contradictory. Case A may also sometimes put clothes 
on incorrectly and be reluctant to wear new clothes that A1 has bought for her: 
 
K1A: She’ll say “Oh that’s not mine”… you have to remind “Oh [A1] brought it” “Oh yeah I 
remember” and then it’ll come back [although] whether it comes back completely yet we 
don’t know… because she gets a bit embarrassed about her memory loss so whether it’s her 
way of saying oh yeah I remember but she doesn’t I don’t know  
 
She may need to be encouraged to change clothes as she may wear items for multiple days. She has 
problems perceiving laundry as dirty even if there are visible marks and may be reluctant to change 
when it is suggested. As such carers have put a sign in her en-suite reminding her to put dirty 
laundry in her linen basket; this works for wet flannels and towels but is not as effective for clothes. 
She can manage her body temperature but if leaving the care home needs reminding to wear a coat.  
 
Care home: elimination 
Case A is usually able to locate her toilet. She will only use her en-suite toilet rather than the 
communal one in the shower room: 
 
K1A: She won’t ever go to that she knows that her bedroom’s the one with the blue door and 
she knows that her en-suite’s on the right side as you walk in 
 
Her en-suite has a raised, winged (with chair arms) toilet seat in her bathroom; this helps her 
mobility which is impaired because of arthritis. The seat is white because Care home #1 could not 
428 
 
obtain another blue one like the one in the communal bathroom. When K1A asked Case A how she 
felt about her toilet seat Case A had not noticed its presence, but likes the frame around the toilet. 
 
She is not incontinent and can detect when she needs the bathroom. She requires one laxative drink 
per day for constipation. She does not like the taste so this has to be mixed into orange juice.  
 
Care home: eating 
Her height is 152cm and her weight is 70.7kg, translating into a Body Mass Index of 30.6kg/m² 
(obese). She is at low risk of malnutrition. She must be encouraged to drink plenty because of 
possible UTI risk. As such A1 ensures that the mini-fridge in Case A’s room is always stocked with 
non-alcoholic beer, and the top drawer ‘tuck box’ in her room is stocked with snacks. This is because 
although in the evening Case A would not think to prepare herself a squash or water, she would 
think to get herself a beer. This ensures that she intakes enough fluids. 
 
She eats and takes fluids well, although at a slow pace. According to K1A, Case A can use cutlery 
successfully. However A1 noticed that Case A uses a knife incorrectly quite often: 
 
A1: [Instead of] having the serrated edge down she’ll often have the smooth edge down say 
“Oh mum you’ve got your knife round the wrong way” “Oh yes I keep doing that I don’t know 
why” 
 
A1 has also seen Case A struggle to cut food because of her arthritis. She does not like waste so will 
usually eat food even if she does not like it. The carers always ask residents for their menu choice in 
the morning but kitchen staff send down both choices: 
 
K1A: They send both choices down because people with dementia wouldn’t remember what 
they ordered a few hours before… and they visually look at it to see which one they prefer… 
then they’re given the options of whatever the vegetables are which ones they like on their 
plates 
 
Case A’s meals are typically plated up by staff although Case A can put her vegetables on her plate. 
She usually chooses for the staff to do it because, in her own words, she ‘likes to be lazy’. However 
she can make herself, and others, a cup of tea and prepare snacks in the dementia ward kitchenette. 
She has had a Risk Assessment for the kettle which is a special device with boil-dry protection which 
means that it will not work without water inside: 
 
K1A: What was happening was that [Case A] was switching on the kettle but not filling it up 
with water… she was forgetting that method so we had to buy a kettle that switches off 
without water in it because otherwise it will melt the elements and could potentially cause a 
fire 
 
K1A had heard about this kettle and discussed the possibility of its use at the company’s Head Office. 
With their blessing she sourced and bought the item. Staff usually remember to keep the kettle filled 
with water for Case A’s use but by having a boil-dry kettle they know they are safe. They also keep a 
note by the kettle with tea-making steps so that she can remember what to do. They have placed a 
dish by the kettle for her used teabag so that she does not need to walk to the bin with it and cause 
a slipping hazard. If making tea for others she will forget their sugar because she does not take it. A1 
believes that Case A’s ability to make tea is ‘amazing’ considering Case A would not make tea when 




The kitchenette cupboards are labelled so that she can find her snacks and understand where items 
are. The kitchenette also has an oven for residents to use with staff supervision. The electric switch 
is hidden so that residents cannot turn it on unsupervised: 
 
K1A: They can mess with the knobs all they want to but the actual switches to turn the 
electricity on are hidden  
 
She is sometimes reminded to come to the dining room for meals. On one occasion in May 2013 she 
ate salad cream believing it to be yoghurt. Although she is not allowed alcohol because of her pain 
medication she has non-alcoholic beer some evenings.  
 
Care home: family visits 
A1 visits Case A every weekend and every Wednesday, when she is not at work. At times A1 will take 
Case A out to the shops, back to her house, to the hairdressers or beauty salon. Case A loves to shop, 
but her dementia can cause some problems: 
 
A1: She’d buy absolutely everything… it doesn’t matter what style it is if it’s an eighteen she 
picks it up and she likes it… so sometimes we’ll just buy them and [I will] take them back the 
next day… I say “I’ll take it home to put your name on because you don’t want other people 
taking it do you when you’re at work” “No no no” so she’s fine with it so then if she doesn’t 
need it or it’s not the right size I just take it back then because it’s easier 
 
A1 found this to be the best method of coping with her mother’s shopping habits, rather than 
stopping her mother from buying the item while in the store.  
 
A1 has been involved in some of Case A’s ADLs before; sometimes helping to shower and dress her 
mother if she has visited on a day when Case A wanted to stay in bed for longer. They do not use any 
technologies for these activities. A1 will also manicure her mother’s fingernails. A1, like all family 
members of residents, is involved with decisions about Case A’s care and the plans for care. The care 
home conduct annual care plan reviews with family members to discuss if anything needs to change.  
 
Case A is also visited by two friends who lived local to her when she was in her flat. They usually sit 
in Case A’s room or the garden and have a chat over coffee. However Case A has been known to 
confuse her living situation on their visits: 
 
K1A: A couple of times [Case A] has said to them “Oh I’ll come home with you then” 
especially in the earlier days of [Case A] living here but you know it’s easily evaded by 
discussing other things  
 
Her friends also like to join in with activities in the home such as Care home #1’s annual fundraising 
fete. Friends only take Case A out of the home on trips or appointments when A1 is on holiday. They 
will use a wheelchair for this, something that A1 could not do because of her health. The wheelchair 
can easily be borrowed from Care home #1. 
 
Care home: end of life plan 
A DNR Form was completed in September 2012. Case A has been assessed as unable to make her 
own arrangements regarding the end of her life. Her notes on palliative care show that the 




Case B Stage Two case study 
Case B is a female in her mid-90s. She has VaD. 
 
Cognition 
B1 first noticed signs of Case B’s dementia when IADLs such as balancing her chequebook became 
difficult. Case B then had an MMSE but scored: 
 
B1: Nineteen out of twenty or something like that 
 
This is inaccurate in relation to the real total potential score for the MMSE of 30, but nevertheless 
indicates that at the time Case B was not considered as having dementia. However later that year, 
after moving into her first care home, she had a brain scan due to her behaviour: trying to leave at 
night-time, wandering into other residents’ rooms and leaving taps running. She was also usually 
disoriented; B1 suspects this is because she had been in and out of hospital due to falls. Following 
diagnosis, her first care home stated they could not meet Case B’s needs. 
 
When Case B entered Care home #2 she had the capacity to make some uncomplicated everyday 
decisions regarding her care and was able to communicate with staff, although staff were advised to 




Case B married her husband in the 1940s but is now widowed. She has one daughter, B1, two 
grandsons and one great-grandson.  
 
Community life 
Case B did not live at the same house as B1, as was indicated in her care record (this may have been 
recorded as her immediate prior residence was her first care home). She lived in a first floor flat 
which she and her husband and moved into in the 1980s, to be geographically closer to B1 and the 
grandchildren. She remained living there, post-widowhood, until she was in her mid-to-late 80s. The 
flat had two-bedrooms, a living room, bathroom, kitchen and open access to the stairs; were she to 
become disoriented there was a real risk of falling down them. Eventually she began to show some 
trouble with housework and conducting IADLs appropriately: 
 
B1: Up till towards the end it used to be very tidy and organised … but she stopped putting 
things away properly and she just put them in the nearest drawer and she didn’t always 
know if she’d paid her bills or not she didn’t write it on the calendar 
 
She could not select the right items for her shopping list and would build up a lot of some items but 
run out of others.   
 
At home: medical and sensory conditions 
Case B has osteoporosis, poor sight and impaired hearing for which she has spectacles and hearing 
aids. She suffers migraines, or as B1 suspects, mini-strokes (TIAs).  At home, although Case B had a  
medication dispenser which had been recommended by her GP, B1 still worried that Case B was not 
taking the right tablets at the right times. 
 
At home: orientation 
At home Case B began to show signs of disorientation and once telephoned B1 at five o’clock in the 




At home: mobility 
Case B began to suffer impairments in her gait: 
 
B1: She was very bent… looking at the ground all the time  
 
When she made tea for guests she could not carry the cup and saucer well. To help her walk when 
outside she used a four-wheeled walking frame with a basket to hold shopping and personal effects. 
It also had a seat if she needed to rest. B1 cannot remember where Case B acquired this item but 
remembered that Case B had catalogues advertising AT and other environmental aids, although does 
not remember the name of these or where they were sourced. B1 feels that Case B was reasonably 
good at knowing what was available because she was keen to perform ADLs alone as long as 
possible. 
 
Case B began to have falls at night, possibly because of TIAs. B1 believes that Case B may have fallen 
down the stairs on one occasion. She had a pendant to call for help when she fell, which alerted an 
ambulance and the neighbours. She had this device for two to three years, provided by the county 
council after Case B contacted them. She paid in instalments for the device and for continued call-
centre communication. She was positive about having and using this technology as it helped her to 
feel safe. Case B’s neighbours helped her whenever she fell but, according to B1, were getting fed up 
of helping as this occurred once or twice per month. She was not abusing her pendent, however; 
these were valid cries for help. 
 
She had a small step-ladder for use in the kitchen, but B1 found her ‘flat out’ having fallen off this. 
B1 also found very old food packets on the top shelves when she cleared out the flat; Case B was 
either cognitively unable to perceive the need to check her cupboards for out of date produce or 
physically unable to reach and clear them. 
 
At home: washing 
For a while Case B occasionally went to an Age Concern day centre and had a bath there.  She then 
had a bath lift installed in her flat to help her get in and out of the bath. She first stepped into the 
bath herself, sat on the seat and it then lowered her into the water. She got the device out of the 
aforementioned catalogue and it was: 
 
B1: Fairly expensive [the device and the fitting fee]… so we tried to decide what to do with it 
when we sold the flat and in the end we had to give it away… because they didn’t want it 
here [Care home #2] for example 
 
At home: grooming 
Case B visited a foot clinic regularly. She had no disability with grooming activities.  
 
At home: dressing 
Case B coped with dressing tasks when she lived at home.  
 
At home: elimination 
Case B was continent and was not impaired when using the toilet while she lived at home.  
 
At home: eating 
Case B had a gadget for unscrewing jam jars; B1 now owns and uses this. At home Case B ate very 




At home: informal and formal carer assistance 
When Case B lived at home, she had a cleaning lady twice a week. This woman had originally visited 
once per week but Case B perceived the need for more help. As Case B began to suffer mobility 
impairment B1 began to do her mother’s shopping for her; either at the supermarket or online. The 
deliverers would bring the food up the stairs to her flat and even put it in the cupboards and fridge-
freezer for her. Typically Case B gave B1 a list of the foods she needed: 
 
I: Did you have to sort of check round the house and make sure the list was actually accurate 
first? 
 
B1: I didn’t really get round to doing that I mean I probably shoulda done towards the end 
because you know you’d find she’d got three weeks supply of tomatoes and cereal 
 
Although there were some problems with this, Case B was not malnourished. B1 did not perform any 
intimate activities for, or with, her mother; but contacted formal care services when she perceived 
Case B to require assistance with dressing, washing and provide regular supervision. However there 
were difficulties with getting Case B to comply with the care plan: 
 
B1: I tried to get a carer to come in the mornings that the cleaning lady didn’t come in… we 
started it off and she agreed she wanted one and then after someone had come for a week 
or two she told them she didn’t need them anymore [laughs] 
 
B1 did not know about this until an incident whereby Case B was admitted to hospital with a 
nosebleed: 
 
B1: I said “Wasn’t the carer there” I phoned up the carers they said “Oh she said she didn’t 
need us anymore” so she just stopped them coming  
 
This highlights the difficult situation between families and formal caring services and people with 
dementia when arranging formal care; should the formal carers listen to the care-recipient who 
claims they are not needed, or the family member who claims they are. B1 was frustrated that the 
care services had not communicated with her about the change, or give her the chance to explain 
that Case B had cognitive impairment. B1 was trying to get formal care services started up again 
when Case B had another hospital stay and subsequently moved into a care home.  
 
Relocation 
Case B began to recognise her need for institutionalisation because she usually felt disoriented in the 
mornings and because of her frequent falls. She wanted to feel safe. After another fall and 
hospitalisation, she was sent to another hospital for convalescence, and then relocated into her first 
care home. This was a residential-only home for which she was unsuitable. This was because Case 
B’s GP was not fully aware of her needs: 
 
B1: Our doctor at the time wasn’t exactly hands-on he usually sent somebody else to see her 
and so when I said “Do you think she’ll be ok for a residential home” he said “Oh yes” so I got 
her a place in a residential home  
 





B1: On one occasion she also tried to get out of the home during the night, set the alarm off 
and woke everybody up, so the care home were getting a bit fed up with her really  
 
This disorientation was attributed by B1 to Case B’s frequent hospital admissions prior to her 
relocation. Although she had been happy to relocate, whilst there her social skills became impaired 
and she did not mix with other residents as B1 had expected. She also began to suffer difficulty 
eating, but thought when she was moved to a different table to receive more carer support, that she 
had been put on ‘the naughty table’. After another fall, she had a brain scan whilst in hospital and 
her dementia was diagnosed. At this point her first care home refused to have her back: 
 
B1: They said “Oh she she’s not coping you know she’s got dementia we can’t have her here 
she needs a nursing home”  
 
B1 then had to find a suitable home for her mother. B1 had visited Care home #2 when searching for 
a placement for Case B previously but had chosen the first care home because Case B’s friends had 
requested a location where they could easily visit her. However they never visited her in the first 
care home:  
 
B1: I think they thought I was going to provide a taxi service for them I was going to drive 
them there every time or something 
 
B1 then chose Care home #2 because it was a better location for her. A representative of Care home 
#2 visited Case B whilst she was in hospital to meet and assess her. She relocated to Care home #2 in 
February 2009. B1 was asked how she perceived Case B felt during this new move: 
 
B1: I thought she’d be upset by it and I got the first place [Case B’s first care home] to write a 
letter in large typing for her to look at so it was clear that it was their decision not mine to 
move her but she didn’t really say much I was quite surprised she seemed to just take it for 
granted that she was here she was so disoriented by that time that she was sort of losing 
track of where she was  
 
At the time of data collection, Case B had been in Care home #2 for a little more than four years.   
 
Care home life 
Case B is now bed-bound. More details of her limited mobility are in the Mobility section below. She 
is rarely able to verbally communicate her needs but sometimes rambles about the past or her 
interpretation of reality: 
 
B1: Sometimes she’ll chat but it usually doesn’t make sense… she’ll say she’s been out to the 
shops or… things that happened before I was born you know [laughs] sometimes she’ll 
mention someone I’ve never heard of and I have tried asking her a bit more about that 
person but she can’t keep a conversation so I’m still none the wiser 
 
She will more often be unresponsive to others: 
 
K2B: You go in there and say what the weather’s doing today and tell her if it’s raining or you 
know sort of glazed over sometimes she will stare at one particular place on the ceiling… if I 




When she was more verbally communicative Case B would talk about going home and her parents 
coming to fetch her. She is unaware of her dementia and used to be fearful of being mentally ill. She 
often showed signs of anxiety such as calling out ‘help’, although she did not always know why she 
shouted ‘help’ just felt she needed it at that time. Reassurances from staff helped this most of the 
time. Although her verbal communication is impaired, before she was bed-bound she used to bang 
her head or bite her finger when agitated. There was a noticeable reduction in calling out by 
November 2012 due to illness. After that she was generally very calm but still reacts badly to loud 
noises. She used to love classical music and carers play her favourite music, such as Mozart and Bach 
pieces to soothe her. However B1 perceives that Case B is unaware of the radio: 
 
B1: She’s just lost interest… she just doesn’t seem to remember it now if I say “Do you 
remember this piece” she doesn’t  
 
Similarly, she has now stopped watching her TV as she is now uninterested and does not seem to 
relate to her favourite nature programmes: 
 
B1: I find some of the other residents are like it as well if there’s three of them in a room they 
would just ignore each other…  as though the other person wasn’t there which is really sad… 
they seem to lose their social skills  
 
Case B no longer participates in the social activities that Care home #2 provide but used to enjoy 
poetry readings on ‘good days’. However she usually had difficulty understanding that by going to 
the lounge for an activity she wasn’t leaving her home: 
 
B1: If they said right “We’ll take you down to do such-and-such an activity” she’d 
immediately want to change her clothes and do her make-up and of course they haven’t got 
the time to do all of that with her… she didn’t fit in so well  
 
Although Case B no longer participates in structured social activities and is bed-bound in her room, 
B1 feels that Case B could have more human interaction: 
 
B1: I think it would be nice if people came in and chatted to her a bit more than they do they 
always seem too rushed to do that 
 
Before she was bed-bound Case B showed signs of depression; staff tried distraction techniques such 
as asking her to fold napkins or sort socks. Before she was bed-bound and uncommunicative, if she 
felt sleepy she would go to the sofa, pat it and ask to lie down on it for a while. She generally has a 
disturbed sleep pattern and can be confused on waking. She only sleeps for short periods of time. 
 
Care home: medical and sensory conditions 
In addition to her VaD, Case B’s co-morbidities include: osteoporosis, migraines, occasional UTIs, 
constipation and epistaxis (nosebleeds). She has poor eyesight, but although she has an annual eye 
test the optician is unable to assess her properly because of her dementia. She is fully dependent on 
staff for administration of medications. 
 
Care home: orientation 
When she was mobile, Case B’s poor short-term memory meant that she needed prompts and 
reminders to remain oriented. When she could speak she frequently asked where she was and the 
day and year. As soon as she left her bedroom she could not remember where she was and went 
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into other resident’s rooms looking for her room. As she is now bed-bound and verbally 
uncommunicative, it is not known whether she has any delusions about her reality.  
 
Care home: mobility 
Although she was mobile when she relocated, Case B is now bed-bound. Prior to this she had poor 
mobility and slight pain on movement. She did not appear to be uncomfortable or frightened when 
she was hoisted for transfer activities. Sometimes she could walk with the help of two carers for 
short distances and used a walking frame. She suffered a number of falls, one of which resulted in a 
hospital visit for stitches in her forehead. The staff then had to keep a hat on her head to prevent 
her from scratching or picking at them. After this incident she always used a wheelchair as the carers 
did not want to risk her falling again. For a time, she could self-propel using her feet while in a 
wheelchair with a lap belt: 
 
I: Do you know how she felt about that [the wheelchair and lap belt]? 
 
B1: Well she did say once or twice she said oh I want a pair of scissors so I can cut the straps 
on this [laughs]… so she wasn’t entirely happy about it no  
 
Case B then began to suffer from a contracted right leg and very stiff left leg, so in November 2012 
was assessed by the physiotherapist for a water-chair; however one could not be found to fit her 
body, according to K2B and as such she became bed-bound. She never attended the exercise 
sessions recommended and run by the care home physiotherapist. 
 
Once bed-bound, Case B had a pressure-relieving air mattress on her bed to reduce her likelihood of 
developing skin sores. Although the mattress is audible it does not appear to bother Case B. Carers 
use her personal slide-sheet to turn Case B every four hours to help preserve her skin integrity. The 
hoist with sling is also used to lift Case B up for weighing. Carers are always careful to tell Case B 
what they are going to do before using the slide-sheet or hoist with her: 
 
K2B: We always tell [Case B] what we’re going to do yeah because you’ve got to and we say 
which way you’re going to turn… because it must be quite frightening for two people to go in 
and just do something 
 
Her bed has bed-rails with full-length bumpers which are removed during ADLs. Although her care 
record stated that she does not require a pressure alarm system because of her immobility, B1 
claimed in the interview that she does. She did not, and does not, use her call bell. B1 attributed this 
not only to Case B not remembering to use it, but that formal carers left it out of her reach. 
 
Care home: washing 
Case B is washed in bed by two or three carers who use her slide-sheet to turn her. These bed baths 
occur daily and sometimes more frequently if necessary. She doesn’t mind about the gender of 
carers during this task and is not aggressive during washing:  
 
K2B: [Case B] always lets us do personal care and lets us wash her and she enjoys a hair wash 
 
She is at very high risk of pressure sores on her sacrum due to being bed-bound, and at the back of 
her knees because contracted legs. Carers cream to her skin after washing to reduce this risk. 
 
Care home: grooming 




B1: She doesn’t seem to want to comb her hair or do her make-up or anything she used to be 
very particular about doing her make-up when she first went into a home… but she isn’t now 
no I don’t think she can really 
 
A carer cuts Case B’s finger and toenails when necessary.  
 
Care home: dressing 
Case B receives full support to dress by the care home staff. She cannot choose her own clothes 
even when asked. She can sometimes obey commands such as ‘can you hold your arm up’ to make 
dressing her easier. She is dressed in day clothes although she never leaves her bed. She wears socks 
to stop her toenails scratching her between podiatrist visits. B1 has had some problems with Care 
home #2 in the past concerning dressing: 
 
B1: I came in the other day and she was lying there she had a blouse on and she had a pad 
[for incontinence] which had come adrift no knickers no skirt and the bedding was all pulled 
back but she’d probably done it herself but you wonder how long it is since anybody’s been to 
see what’s going on… and one day she wasn’t wearing any skirt I said “Why isn’t she wearing 
any skirt” and she said “Oh I didn’t finish dressing her because she was rather hot” so you 
never quite know how much actual care is going on  
 
In the past, Case B was particular about her clothes and preferred beige and other neutral colours. 
B1 is also unhappy because although Case B only ever wore tights or stockings with a skirt, Care 
home #2 insisted that she had hold-ups or socks with trousers. This was likely to make dealing with 
continence issues easier, but is certainly still in B1’s thoughts.  
 
Care home: elimination 
Case B is doubly incontinent. She used to become anxious and obsessed with potential continence 
accidents and would scream, self-harm or bang furniture when she needed to go to the toilet to gain 
staff attention. It is likely that Case B learned to behave in this way because of previous experience: 
 
B1: The trouble was when she first came here… she started needing help going to the toilet 
and you can never find a helper… it was like a vicious circle they didn’t come when she 
wanted them so the next time she’d ask them sooner and so on 
 
Now she is bed-bound, Case B uses continence protection pads exclusively for her elimination needs, 
as her contracted leg means she cannot sit on a toilet or commode. The size and number of pads per 
day were determined after her fluid outputs were tracked and sent to an NHS Continence Nurse. 
Care home #2 receives the pads from the healthcare system. Each pad is supposed to last for four 
hours. Case B now does not appear to be distressed about her incontinence or use of the pads: 
 
K2B: She never gets annoyed when we’ve had to change them or anything like that you 
know… maybe sometimes she says thank you… I don’t know whether you ever get used to it 
someone comes and does… personal care and whatever but… she never gets angry 
 







Care home: eating 
The stand-aid hoist is used to lift Case B up and weigh her. Her weight has ‘yo-yoed’ over time while 
at Care home #2 with a BMI ranging between 19kg/m² to 23.9kg/m² (both still in normal weight 
range). 
 
Case B has pureed food and thickened drinks as she has swallowing issues related to reflux (not 
related to the swallowing mechanism) for which she was treated in the past. A SALT assessment in 
May 2011 showed she had reduced oro-motor musculature and a slight tremor in her tongue. Her 
portions are now small to help reduce clear phlegm that was coming up after food. Her reflux was 
managed by suctioning around her mouth (not behind the throat). Her food is given to her by carers 
using a spoon. She cannot use a spoon herself but can hold and use a two-handled plastic cup with a 
sip-top adaptation as long as a carer is holding one of the handles: 
 
K2B: She will hold one we will hold the other she’s not got the co-ordination… because I have 
tried she held it in her hand and she went [mimes spilling on herself] and it never goes in her 
mouth it always goes somewhere different so you do have to help her 
 
When asked if Case B would recognise she was thirsty and reach for a drink next to her: 
 
B1: They don’t usually leave it within reach… she has a fluid balance chart and I’m surprised 
how little she has to drink actually if you add up what she’s had in a day  
 
B1 sometimes gives Case B drinks but perceives that the staff do not wake Case B up for drinks 
during the day if she is asleep. The thickener does not have a negative impact on urine output. The 
care home staff are able to interpret Case B’s eating and drinking behaviour: 
 
K2B: Sometimes we have to say “Oh [Case B] could you open your mouth” but then after a 
while she would just do it automatically you know for a drink but if she doesn’t want to drink 
she will bite on the beaker she’ll just bite it… she’ll just take a little bit off the tip of the spoon 
when she’s had enough 
 
Although Case B has physical problems swallowing food as described above, K2B believes that Case 
B’s eating difficulties are also related to cognitive impairment:  
 
K2B: I couldn’t be a hundred per-cent but I think it was her memory that you know as you 
watched her as time went by you could see just little things slipping 
 
Previously when she was able to feed herself she did so with the help of a plate guard and special 
plate-bottom to prevent it from moving on the table. She used normal cutlery. 
 
Care home: family visits 
On her visits B1 sometimes combs Case B’s hair ‘if it looks a bit messy’, or tidies her bed clothes if 
necessary. She does not need to meet Case B’s elimination needs because of her continence pads. 
She would be scared to dress Case B because she is very frail, but has given her perfume to try to 
relax her or evoke memories. She sometimes gives Case B drinks; the thickener is always kept in her 
room. 
 
Care home: end of life plan 
A DNR Form was completed in January 2013. Case B has been assessed as unable to make her own 
arrangements regarding the end of her life.  
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Case C Stage Two case study 
Case C is a male in his mid-80s. He has AD which was diagnosed 12 years ago. 
 
Cognition 
Case C developed dementia after ten years of retirement.  As there is no history of dementia in Case 
C’s family, C1 and Case C’s doctor believe that his dementia was caused, or hastened, by the 
anesthetic from multiple operations he had for gall stones and hernias. One of the first signs was his 
disorientation: 
 
C1: When he was in hospital he couldn’t remember where his bed was getting back from the 
loos…then whenever we went to hotels he couldn’t remember the way back to the dining 
rooms and even in the room he couldn’t find the en-suite toilet facilities 
 
There were no other signs at that time such as a lack of concentration or poor hand-eye co-
ordination. C1 cannot remember whether the hospital staff gave Case C an MRI scan or suggested 
they visited a memory clinic during the time of diagnosis. He then had six-monthly reviews by an 
Older People’s Mental Health team to track the progression of his dementia. 
 
In March 2013, while in Care home #2, Case C had a marked deterioration in both cognitive and 
physical function that occurred over a one-week period. Now he no longer responds to commands. 
He cannot express his needs through verbal communication or understand others, but may use non-
verbal communication. His cognitive impairment leaves him vulnerable.  
 
Family history 
It was Case C and C1’s 54th wedding anniversary on the date of C1’s interview. They have one son 
and one daughter. However their son died when 18 years old. Their daughter has four children. C1 
worked as a teacher in secondary schools. Case C has a PhD in physics and worked as a researcher 
and finance manager.  
 
Community life 
Case C lived at home with his wife, ‘C1’, in a bungalow in the same town where Care home #2 is 
located. They moved to the bungalow in approximately 2006 when his AD ‘started to kick in’. Case 
C’s mobility problems will be detailed further below, but eventually C1 could not go anywhere with 
Case C: 
 
C1: In the end I couldn’t get him out of the car but we still had lots of friends fortunately so 
he had lots of people visiting him [here at home]… but in the end your social life and his is 
very much diminished because you can’t get him anywhere and some people are very 
uncomfortable with somebody who has Alzheimer’s 
 
As such, their social connections began to suffer because of Case C’s condition.  
 
At home: medical and sensory conditions 
Whilst living in the community, Case C had operations to remove an inguinal hernia and a total 
cholecystectomy to remove his gall bladder. He had Galantamine tablets for AD, 12mg in the 
morning and 12mg in the evening, since he was diagnosed: 
 
C1: When he was prescribed it at first the consultant said “Well we don’t really know about 
this but it might kill him” and I said “Well he’s gonna die anyway so let’s go for it” so we did 
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and he’s been on that for over ten years first he was on a lower dose and then it’s increased 
and then twenty-four milligrams is the highest  
 
At home: orientation 
At home Case C was generally oriented to his surroundings. After returning from hospital they 
turned the dining room into his bedroom to accommodate the hospital bed. This was opposite the 
bathroom and he did not require room signs: 
 
C1: He seemed to grasp that until he couldn’t literally get himself there… it’s all on one level 
and he was only really in the lounge the bedroom the bathroom and in the end he wasn’t in 
the kitchen even so just three rooms he didn’t have any problem but if the house had been 
larger he might have done  
 
The bungalow environment was therefore suitable for his cognitive and physical functioning 
regarding orientation until his mobility began to impair his ability to reach the room. 
  
At home: mobility 
Although he used a walking frame after a fall in September 2001, Case C was independently mobile. 
However over time his decreasing agility was a significant problem. He began to lose the use of his 
legs and required a wheelchair. C1 had a ramp installed at the back of the house to enable Case C to 
enjoy the garden but he rarely used it. C1 was not comfortable with the idea of having a hoist in her 
house but this was related to her mistrust of formal carers turning up on time. This is discussed 
further in the Informal and Formal Carer Assistance section below. The county social services loaned 
a hospital bed for Case C on request; C1 found this the most useful technology they had.  
 
At home: washing 
C1 had the bath in the bathroom removed at her own expense; she was unaware whether there 
could be any financial aid to her: 
 
C1: I didn’t find any help was available to me financially ‘til it was too late nobody told me 
that you could get grants for this and grants for that… at that time nobody told you anything 
now I know I could have had a Carer’s Allowance or Attendance Allowance… I believe now 
they’re much better at telling people these things I hope they are 
 
A stand-up shower replaced the bath because it was easier for Case C to use this. She also bought a 
stool for him to sit in the shower, and hand grips to enable his balance. A seat with handgrips for the 
washbasin was provided by the county social services. Case C responded well to all of these aids.  
 
At home: grooming 
Case C could conduct his own oral-care while he lived at home. Over time he could no longer shave. 
This was because he could not remember what tasks to perform rather than, for example, because 
of physical difficulties holding a razor. Formal carers performed this activity for him. 
 
At home: dressing 
Case C’s ability to dress gradually deteriorated over time because of his cognition: 
 
C1: So I had to put out the clothes he was gonna wear in the morning he couldn’t select them 
 







At home: elimination 
Case C was incontinent. C1 bought bed-sheet protection and was provided pads for his underwear 
by the NHS Continence Nurse.  However C1 was not happy with these pads: 
 
C1: They provided ones which were like baby’s Velcro nappies which are not really suitable 
for people with Alzheimer’s I couldn’t manage them he couldn’t manage them  
 
Then C1’s cousin recommended the pull-on pads she had used for her husband with Parkinson’s 
disease. C1 found these to be extremely helpful because Case C could use them himself. However 
she had to be persistent to obtain these from the Continence Nurse: 
 
C1: I said “Look my cousin sent me down a packet of these”… she said “Oh no we can’t 
provide those… it’s cost”… well she sent me various variations of the other type all of which 
were useless I said “Look you’re sending me boxes of these I’m not using them you can’t take 
them back I’m giving them to the District Nurse to use for when she goes round” and because 
I’m very persistent I think [laughs] I eventually got them 
 
In her bathroom modification, the county social services also provided a raised toilet seat and hand 
grips for around the toilet. They did not want the toilet seat to be returned after Case C relocated to 
Care home #2.  
 
At home: eating 
Case C could feed himself when he lived at home. C1 prepared all meals. 
  
At home: informal and formal carer assistance 
C1 initially cared for her husband herself, but struggled with this because she is petite and Case C is 
six feet tall. To provide some respite she paid £60 for a private sitter once a week on Tuesdays and 
£10 to a charity for a few hours respite care on Thursdays. However after breaking her arm, health 
professionals sent in a rapid response team to temporarily assist the couple. C1 then contacted a 
formal carer company to assist Case C to get him up in the morning, wash, shave and dress him. 
Carers also came to put him to bed in the evening. Eventually however even the formal carers could 
not manage Case C due to his increased inability to stand up: 
 
I: Why did that occur was it a cognitive ability to understand to get up or was it physical in 
terms of muscle wastage or… 
 
C1: No no he had the doctors he had tests to see if it was circulation to see if it was loss of 
muscle power no it was simply the brain didn’t tell his legs to move 
 
 C1 was reluctant to have a hoist because she felt she could not trust the formal carers to both turn 
up at the same time and was suspicious of the quality of their care: 
   
C1: The problem with the care providers is that at the moment anybody can set up a facility 
and say they’re care providers I’m very dubious about the training that some of them had… 
in the end I would have needed two people to come probably twice or three times a day the 
problem was they didn’t turn up at the same time sometimes they don’t turn up at all it was 




She felt that the problems she had with formal carers were a result of their being under-paid, over-
worked and poorly organised. She did feel however that they were caring individuals: 
 
C1: They were really caring people lovely people very caring towards [Case C] and me… 
because you wouldn’t do it if you didn’t care for the people because you certainly not paid 
[laughs] no money to do it you’re certainly not 
 
Furthermore, even if the carers turned up at the allotted times, if Case C had a continence accident 
he would have to wait to be changed because C1 could not do this. 
 
Relocation 
Case C lived at home for 10 years after his dementia diagnosis. Due to his increased difficulties with 
mobility and falls history the county council conducted a comprehensive health and social care 
individual needs assessment in August 2012.The outcome recommended that he relocate to a care 
home. Case C expressed his wish to stay at home but agreed that he didn’t want to put his wife in a 
situation she was struggling with. C1 did not want Case C to relocate either but due to: the lack of 
reliability of the formal carers, their inability to move him without a hoist and her daughter’s 
encouragement, she made the decision. C1 also took advice from the care manager assigned to her 
by the social services: 
 
C1: She said “I think you should look at some [care homes] because if he deteriorates very 
quickly and gets into hospital they will then say to you after a few days “Where’s he going to 
go now” and you’ll have to make a quick decision and it might be them pushing you into 
somewhere that you don’t want to go rather than if you choose yourself” so she spoke to me 
about it at length 
 
C1 and her daughter visited all the care homes in the local area. She decided on Care home #2 
because she knew a staff member who worked there and recommended it as ‘homely and friendly’. 
She was also put off by other care homes which locked up the residents with dementia in specific 
wards; in Care home #2 residents are able to walk throughout all areas. Case C initially visited Care 
home #2 for one week respite care as C1 was still unsure about a relocation:  
 
K3C: Once he was here she realised… he needed more care than what she could give him 
 
C1: Because they were so lovely with him much to my daughter’s and my surprise he seemed 
to settle in really quickly and so I said to them there perhaps he could stay another week and 
just see what happened and then I still wanted to bring him home but then I thought I’m just 
gonna confuse [Case C] if I bring him home and then take him back again and then I decided 
that if he went I wouldn’t ever bring him back home again because I just thought it would be 
too upsetting… it’s a very very difficult decision to make 
 
Case C then never left Care home #2. C1 was still unsure that she had made the right decision at that 
point, but now feels it was. 
 
Care home life 
Now, Case C requires a high level of support to fulfil his social needs. He used to take part in social 
activities such as quizzes, games poetry and reminiscence activities but no longer does. The care 
home staff are advised that he should not watch violent films but enjoys rugby, music, history, 




C1: He can’t tell you about them but you know by his face that he’s absorbed in them 
whereas if you put on EastEnders he’s not interested… he never was interested in those sort 
of things with care homes it’s some of them think one programme suits everybody and they 
don’t 
 
He appears settled both mentally and emotionally. He exhibits calm behaviour. He rarely leaves Care 
home #2 on day trips because he suffers from travel sickness. However the staff have recently 
obtained tablets from his doctor to try with him, first on a short trip and then on an upcoming male 
residents’ day out: 
 
K3C: He likes the garden… and he loves trains as well so I think in September time there’s an 
exhibition thing going on so that’s why we’re going just take him for the cup of tea first see 
how he gets on in a minibus 
 
He spends a lot of time in his room but is not depressed. He does not require assistance to sleep. 
When asleep, his door is closed but he is checked hourly by night staff. 
 
Care home: medical and sensory conditions 
Case C changed while at Care home #2 from chewable tablets for his AD to Galantamine Syrup. This 
was because he became unable to chew his tablet and spat it out frequently. However his doctor has 
now stopped the AD medication: 
 
C1: Now they’ve just said that it’s not doing him any good so they’re going to take him off it 
but I think that kept him at home for at least another six or seven years… this doctor said “It’s 
not having any effect” 
 
I: Ok how do they know if it’s not having an effect? 
 
C1: Well this is it how do they know don’t know I suppose now it’s got to the stage where 
nothing makes any difference 
 
In addition to AD he experienced a chest infection throughout November and December 2012. In 
June 2013 he collapsed; this was attributed to temporal lobe atrophy consistent with a symptomatic 
postural drop (sudden drop in blood pressure) and AD: 
 
K3C: Because of his type of dementia he’s got each time he gets like any kind of infection it 
kind of knocks him down a little bit further 
 
He also has hearing weakness. He is fully dependent on staff in Care home #2 for administration of 
medications, as is the home’s procedure. 
 
Care home: orientation 
Case C has marked disorientation of time, person or place and fails to recognise and appropriately 
use everyday items. He cannot locate his bedroom. 
 
Care home: mobility 
Case C is a High Falls risk as he can forget that he cannot walk on his own. He can move his arms but 
his other mobility is restricted. He must have two carers who use a hoist and handling belt for all of 




K3C: The amount of stuff he’s got in there you can’t it’s like a jigsaw you have to jiggle it 
about… once he got over the chest infection we did try and stand him again but he just didn’t 
have the strength to do it so you know obviously his safety comes first 
 
He used to use a walking frame plus two carers to walk but now has a wheelchair. He had a normal 
wheelchair but then became too high a risk to use it because of his balance. The care home 
physiotherapist then assessed him for a water-chair: 
 
K3C: It reclines back and his legs tip up and everything… he was confined to his room for 
those two months because he was too high a risk in the normal chair… he’s much happier 
now that he can go up and out round the garden 
 
C1 paid for the water-chair. He can reposition himself when sitting in a chair but may need 
prompting to push himself back. He has no pain at movement or at rest. 
 
Two carers must use a slide-sheet to reposition him while in bed. The height of his bed can be 
adjusted as appropriate for the carer. He has bed-rails but not bumpers on these as he doesn’t try to 
get out of bed on his own. He does not have soft cushioning on the floor or a pressure alarm system. 
 
Care home: washing 
Case C requires care staff to assist with bathing and washing. Case C does not like to be washed by 
others but will allow the carers to do it. Case C is washed by male and female staff and there are no 
concerns registered by his family about this. Although the care record stated that he should have 
two staff for this: 
 
K3C: He’s actually better with one carer in there because if you’ve got two in there he’s quite 
naughty he gets a bit lazy and [when] you’re trying to say to him “Roll over” he pushes 
against you but if you’re on your own and say “Ok I need you to help me” he will but once he 
sees two of you he thinks “Hmm I don’t need to do anything” 
 
Case C can be prompted to perform movements such as raising his arm when required, if he is in the 
mood to. He has daily washes in bed and a full bath twice a week. Carers use the hoist and sling to 
lift him in and out of the bath. He cannot soap himself because of his cognitive impairment: 
 
K3C: He doesn’t know what to do I mean if you put a flannel into his hand he doesn’t know 
even if you put it to his face he can’t understand  
 
C1 is unhappy that Case C has a bath and would prefer for him to have a shower. However there are 
no showers in Care home #2 so she is currently trying to get them installed. 
 
Waterlow Pressure Risk Assessments have shown that Case C may be At Risk of pressure sores. Care 
home staff cream his head, legs and arms to preserve his skin integrity and manage eczema. 
 
Care home: grooming 
Although Case C could brush his teeth when he first relocated to Care home #2, carers must now 
clean his remaining teeth: 
 




They also remove his dentures, soak them overnight and insert them in the morning. He receives 
shaves with an electric razor or sometimes has a wet shave: 
 
K3C: He hates being shaved his wife did buy him an electric shaver but he hates that as well 
so we have gone back to the wet shave… he hates it but [if] there’s a male carer on I do try 
and get them to shave him 
 
He is now unable to comb his hair, even with prompting, but likes to have his hair combed or 
brushed by others. A podiatrist visits to take care of his feet and toenails. 
 
Care home: dressing 
Care home staff provide complete assistance to dress Case C. He can no longer choose his clothes 
but staff do try to involve him in the activity: 
 
K3C: If you pick them out he just kind of looks as if to say “What are you on about” so I say 
“Oh well this one’s nice today it’s gonna be nice and hot”  
 
He has no ability to fasten clothes. He used to have buttoned shirts and smart trousers with zips but 
when he began to be hoisted it was difficult for carers to negotiate removing his clothes for toileting. 
He now wears elasticated trousers to make toileting easier. He cannot regulate his body 
temperature so requires support for this. 
 
Care home: elimination 
When he first arrived at Care home #2, Case C was wearing the aforementioned pull-up style of 
continence pants: 
 
K3C: Well when he first came in he had what they call pull-ups ‘cause apparently that’s what 
he had at home he could do that himself pull them up and down but when you’re in a nursing 
home the PCT [Primary Care Trust] they don’t authorise those kind of pads so now he has 
underwear on and then a pad that goes in between  
 
Although C1 was not happy that he was going back to pads, she saw it as ‘their [staff’s] problem’. 
Case C is also routinely hoisted over a commode in the morning, afternoon and evening. This 
elimination routine is beneficial to him, however as Case C cannot alert others if he needs the 
bathroom, accidents do sometimes occur. He cannot wipe himself after evacuating his bowels. He 
sometimes takes Movicol (a laxative), although not daily as he generally goes to the toilet well. 
 
Care home: eating 
Case C is of medium build. His weight has slowly reduced since his relocation and is now 74kg at the 
time of data collection. His BMI is 22kg/m² (normal weight). After a chest infection, Case C began to 
forget how to swallow so either held food in his mouth or kept chewing and eventually spat the food 
out. He has also been known to sit and look at his food, particularly if he is unwell.  As meals took a 
long time he would lose interest: 
 
K3C: He’s quite a pickle actually because he likes what he likes his wife brings him in 
chocolates and sweets and biscuits and you put them in front of him and he eats them on his 
own no problem but you put anything normal food for you know like dinner-wise he just 




By recommendation of a SALT assessment, a diet of normal consistency was stopped in February 
2013 and a soft diet started. He requires one carer to provide physical assistance for food and fluids. 
He cannot use a modified plate or cutlery because he cannot understand how to use them. He can 
feed himself if the carer puts the food on the spoon and then hands it to him: 
 
C1: It’s the brain not telling his hand to do it [hold the spoon] and it’s the brain not telling 
him to chew nothing wrong with his arms or his hands he has nothing else wrong with him 
except Alzheimer’s so it’s the brain that’s not telling his limbs to work  
 
He also has thickening fluid put into his drinks as he began to find it difficult to swallow liquids. He 
has a beaker that has two handles each side without a lid: 
 
K3C: But again you can’t leave him unsupervised because he might nod off and then can spill 
the drinks or he just lets go of the beaker so you have to be there with him 
 
C1 selects his food from the menus each Monday for the week ahead. 
 
Care home: family visits 
C1 visits Case C regularly and is very involved in his care. The only ADL tasks she performs with Case 
C is feeding him at supper time, occasionally combing his hair or cutting his fingernails. Family 
members sometimes take him into the garden on their visits.  
 
Care home: end of life plan 
Case C has a DNR Form and living will related to advanced directives. These include notes made in 
March 2013 to refuse all medical treatment especially that which aims to prolong or artificially 
sustain his life. He consented only to medical treatment that aimed to help make him comfortable, 
and so far as possible, free from pain. He has been assessed as unable to make his own 




Case D Stage Two case study 
Case D is a female in her very late 90s. She has VaD which was diagnosed five years ago.  
 
Cognition 
Case D’s diagnosis of dementia was only disclosed to D1 during a hospital visit for a fall: 
 
D1: It was only somebody in another hospital visit who said “You know your mum’s got 
VaD”… I then looked that up and thought yeah that’s what she’s got… it’s not Alzheimer’s 
you know she doesn’t have memories way back or things like that it’s just simply she doesn’t 
remember everything it’s been a very gradual process 
 
Case D’s cognition then deteriorated rapidly during an elongated hospital stay after another fall. A 
Clostridium difficile outbreak prevented D1 from visiting Case D for four days: 
 
D1: They still weren’t really taking visitors but they said your mum is struggling maybe you 
should come in… she was like a different person  
 
D1 extrapolates that Case D’s cognitive deterioration was caused by malnutrition due to the hospital 
staff neglecting to ensure that she ate the food that was put in front of her. Her capacity level leaves 
her vulnerable and she has been assessed as unable to make informed decisions regarding her care. 
D1 has LPA but Case D is encouraged to make uncomplicated decisions pertaining to her care. She 
has no insight into her condition. 
 
Now Case D can sometimes answer ‘yes’ or ‘no’ although at other times has incoherent and 
irrelevant speech. She has a tendency to talk to herself for long periods, but finds comfort in doing 
so and does not want to be disturbed otherwise will become irritated. 
 
D1: There are times when I’ll say to her “I’m gonna have to go now” and suddenly that cuts 
through and she’ll say something like “Well take care mind how you go” as clear as can be… 
and then there are other times when she uses phrases [like] “That’s all there is”… phrases 
that we use in everyday conversation without really thinking about the meaning [but] I don’t 
think she really knows what it is she just comes out with them 
 
K4D: She recognises what you’re saying but she can’t react to your questioning we ask her 
stuff and she might just say “No” or “Yes” but she doesn’t know what she’s answering yes or 
no to 
 
Although her use of such phrases may be in appropriate positions in conversation, both D1 and K4D 
feel that Case D is not truly able to communicate or participate in a conversation any longer. As she 
has difficulty expressing herself she will bang on the table if experiencing pain. She is sometimes 
unsettled and both physically and verbally abusive. She is bewildered by everyday events and often 
shows signs of anxiety and requires constant reassurance. She also shows signs of depression; she is 
withdrawn, cries and refuses to eat. 
 
Family history 
Case D was born in a different area of the country to where she lives now. She has skills in dress 
designing and making. She was married in the 1940s but is now widowed. Case D has one child, 
daughter D1, and they enjoy a close relationship. She also has two granddaughters and a grandson. 






Case D cared for her husband for eight years after he had a stroke; originally he had only physical 
difficulties but after further strokes and TIAs became unable to communicate verbally and was 
cognitively impaired. He became bedridden and could only eat pureed food. At that time Case D and 
her husband lived approximately an hour’s drive from their daughter so Case D conducted many 
caring activities alone. She refused for her husband to enter a care home and hated his going into 
respite when she had knee and hip operations, so the house was converted appropriately; an OT 
assessed the house and the local council granted funds to mount hand-rails throughout the house, 
convert the dining-room into a bedroom and install a downstairs bathroom with a shower unit. Case 
D also slept downstairs so that she could hear her husband in the night. They received formal carers 
in the house twice each day to perform ADLs with him. These carers were arranged through their GP 
who then contacted social services. They also used some mobility-related technology, first a manual 
and later an electronic hoist. Although D1 noted that social care services and formal carer services 
were generally easy to work and communicate with regarding her father and later her mother, they 
did have to ‘push’ to access the electronic hoist for her father: 
 
D1: My mother spent a lot of phone calls on [accessing a hoist]… so she really pushed 
 
I: It’s interesting that you’re using words like push 
 
D1: Yes but again you know I’m a bit like that but also my mother was very able at that point 
to make phone calls and be pushy… it was essential to keep my father there which [and] 
presumably would have saved them money in the long run 
 
After her husband’s death Case D decided to remain in her home rather than move to be closer to 
her daughter. She had a network of friends and neighbours who she wanted to remain near. Overall 
however their experience of caring gave Case D and D1 insight into potential difficulties and 
impacted upon their decisions in the future when Case D became physically and cognitively 
impaired.  
 
At home: medical and sensory conditions 
Case D at first experienced many conditions including cardiovascular disease, hypertension and 
arthritis. Her macular degeneration meant that she had to give up driving; D1 feels that Case D 
always secretly regretted this because it reduced her ability to perform IADLs such as shopping.  
 
She also had two knee operations and a right hip replacement. Injuries from her frequent falls 
including bruising and wrist fractures, however D1 suspects that some falls were the result not of 
reduced mobility or sight but due to TIAs and poor balance because of, at that point undiagnosed, 
VaD. K4D indicated during a discussion on Case D’s eating ability that she has had a stroke at some 
point in the past. 
 
At home: orientation 
At home Case D recognised that she was a little disoriented as she kept forgetting how to turn the 
television off. When confused she would telephone her neighbours and ask them for help. As 
another main issue was Case D’s failing sight, D1 perceived that room signs in her house would not 
have helped with Case D’s disorientation unless they were in large font. 
 
She then fell and broke her wrist while in hospital recuperating from a different fall. That according 
to D1 ‘really was the end’ for Case D’s ability to live; she was taken home for an assessment to see if 
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she could live alone there but was muddled where items were when observed trying to make a cup 
of tea. This is further described in the ‘Relocation’ section below. Later she also could not 
understand why she could not live at home.  
 
At home: mobility 
Although Case D’s mobility was well enough after her knee and hip operations, she began to become 
more physically impaired in the time after her husband’s death. D1 insisted that she did not use the 
stairs in her house and that she remained living in the downstairs area as she had when caring for 
her husband. Due to a history of falls Case D had a walking frame after turning 90 years of age, this 
she used sporadically so D1 encouraged her to use a food trolley on wheels when indoors. Yet she 
did not always use the trolley either; this was not attributed by D1 to Case D’s thinking it was ugly or 
stigma-inducing: 
 
D1: She would get up with her teacup in her hand and she would walk she’d just forget that 
she was meant to put it on there and then push it… but you can’t make somebody do that 
[laughs] you know 
 
 She also had a telecare alarm to alert others in emergencies which she always remembered to use: 
 
D1: This was the awful thing because she did start to have falls and so she was really 
meticulous about wearing this button but then the last fall at home the telephone had gone 
wrong… she was on the floor the whole night because the buzzer didn’t work 
 
The morning after Case D fell and her telecare alarm failed, a formal carer found her and 
accompanied her to hospital. 
 
At home: washing 
The ground-floor bathroom, installed for Case D’s husband in the space previously occupied by a 
larder and downstairs toilet, included: hand-rails, a flexible shower mechanism and easy-use taps. It 
was in a wet-room style so that the large space enabled him to be wheeled in on a shower seat and 
remain seated during showers.  Without the downstairs bathroom D1 believes that Case D may have 
had to leave her house sooner than she did. Over time Case D had formal carers to help her shower 
in the ground-floor bathroom regularly. Once a month she was helped up the stairs to the first-floor 
bathroom to have a full bath.  
 
At home: grooming  
No data on Case D’s ability to perform grooming activities while she lived at home were extracted. 
She had formal carers enter her house three times per week for housework who also checked that 
she was clean and well.  
 
At home: dressing 
Case D had no difficulty dressing when she lived at home.   
 
At home: elimination 
Case D did not have difficulty with elimination or continence when she lived at home. However on 
her daughter’s advice she only used the ground-floor adapted bathroom which had hand-rails to 






At home: eating 
Case D was able to prepare meals and intake food when she lived at home. She did not require 
adapted eating technology and was not at risk of malnutrition.  
 
At home: informal and formal carer assistance 
Neighbours acted as informal carers for Case D in times of emergency. She also had formal carers 
enter her house three times per week to perform some housework tasks, do her food shopping and 
ensure that Case D was clean and dressed. They did not need to prepare food for her. These were 
from the same formal caring company that Case D’s husband had to help with ADLs. 
 
Relocation 
The initial decision for Case D to enter a full-time formal caring situation was as a result of an 
assessment at her house. Social care professionals accompanied Case D home from hospital and 
asked her to make a cup of tea. She was unable to complete the task because she could not find all 
the items she needed and remember the correct steps. D1 was present at the observation but not 
allowed to speak or participate in any way; she felt that because Case D was not given time to 
reorient herself back into her home after an extended period away that she was ‘set up to fail’. The 
professionals advised that Case D was unable to live alone and Case D agreed that she would 
relocate to a care home near her daughter: 
 
I: Was that quite surprising knowing her feelings about [institutionalisation] when she was 
caring for her husband? 
 
D1: Yes but my mother is an immensely practical person and she recognised that she was 
having difficulties [but] I think as soon as we eventually found somewhere for her she 
regretted that decision because she felt she could have been independent  
 
D1 could not bring her mother to live with her because she provides care for her daughter who has 
Myalgic Encephalomyelitis. Case D had to remain in hospital while her daughter found her a care 
home so D1 felt pressurised to find somewhere appropriate quickly:  
 
D1: We spent a long time searching for [a care home] but always conscious of the fact that 
whilst we were looking my mother was deteriorating in a hospital  
 
With a list of care homes from the county council, D1 selected a local family-run residential home. 
However Case D was not stimulated there; she did not socialise with the other residents well or 
settle in to care home life: 
 
D1: She changed when her hearing was getting poor her sight was getting very poor and the 
two things meant that she just didn’t communicate very well with the other residents… also 
she was used to being with people who were younger… and she would say “That old woman 
over there” she never saw herself as old 
 
She also suffered with constipation which caused a high temperature: 
 
D1: They got worried and they didn’t have the medical qualifications so they decided to send 
her to hospital I hadn’t known that if you are very constipated it can actually affect your 




As was described in the previous ‘Cognition’ section the hospital staff did not ensure that Case D ate 
so she became malnourished and further cognitively impaired. She also became extremely physically 
impaired as in her five days there she was never assisted out of bed to walk: 
 
D1: So of course she lost her ability to stand and that was crucial to the care home taking her 
back because if she couldn’t stand they felt they hadn’t got the facilities to look after her  
 
Although the care home eventually accepted Case D back they refused to after another fall and 
hospital stay. She was at her first care home for two years and relocated to Care home #2 in October 
2008. This home was chosen as it was the first of D1’s two preferred care homes to have an opening 
to take Case D. A particular criterion was for Case D to have a ground-floor bedroom to enable her 
granddaughter to visit her. 
 
Care home life 
Case D’s keyworker K4D noted that when she first entered Care home #2 Case D was lively and 
chatty; she now rarely talks. She requires a high level of support to take part in activity programmes 
and to fulfil her social needs. Case D’s failing sight has resulted in a reduced ability to participate in 
the art and craft activities she used to enjoy. Her impaired cognition also affects her concentration 
on television or radio programmes and ability to operate these devices correctly. She is no longer 
interested in her classical music cassette tapes. She attends the church service at the care home on 
Thursdays or the priest visits her if she is unable to attend that week. 
 
She frequently has trouble sleeping and requires support from two staff with night care. She used to 
bang on the table in front of her if she wanted to go to bed but now does not.  
 
Care home: medical and sensory conditions 
In addition to her VaD, Case D suffers osteoarthritis and chest infections. She had pneumonia in 
August 2011. She has monthly visits from her GP because of hypertension. She is also a history of 
stage 3 chronic kidney disease. She is known for being reluctant to take medication. She wears 
spectacles and two hearing aids. 
 
Care home: orientation 
Case D now experiences severe disorientation. She could not find her way around Care home #2. She 
rarely indicates that she understands what is going on around her. However she will sometimes 
become agitated when in the sling being hoisted during transfer activities because she does not 
understand what is happening: 
 
K4D: We’ll just lower her straight on the bed and leave her on the bed for a little while rather 
than leaving her struggling in the air 
 
Case D’s cognitive impairment hinders her ability to understand what the hoist is and that she is safe 
while in it. 
 
Care home: mobility 
Case D’s mobility is very poor and she now cannot weight-bear. When she walked she had a history 
of falls because she was reluctant to use her walking frame: 
 
D1: But you can’t make somebody do that you know I mean when she got into [her first] care 





Both her knees are now contracted which leaves her chair-bound. She has her own pressure-
relieving water-chair with built-up sides and a lap-belt to prevent her from falling out as she tends to 
lean to the right. She once fell out of the chair when staff forgot to fasten the belt and she tried to 
stand. At first she shared a water-chair; she had it in the afternoon after another resident used it in 
the morning. D1 then considered buying Case D her own water-chair but since the other resident 
died Case D has full use of the chair. Staff must use a stretcher with her if she is required to leave 
Care home #2 for appointments. 
 
Case D has an electric bed to enable her to be sat up. Her bed has an air mattress, bed-rails and 
bumpers as she is at risk of falling out: 
 
D1: She’s not mobile but she’s quite strong still and I’ve seen her kicking I feel she could 
probably roll out of bed not intentionally but I’m glad to know that those are there 
 
A slide-sheet is used to reposition her while in bed. She does not use the call-bell in her room 
because she cannot remember how to use it. 
 
Care home: washing 
By the end of her time at her first care home, Case D could be encouraged and prompted to wash 
herself. Now she is washed by carers. She has a weekly bath using a mechanical seat and sling to 
lower her in and lift her out safely. Other days she receives bed baths from two carers during which 
she is repositioned using a slide-sheet. She doesn’t mind having male carers but can sometimes be 
physically aggressive or reluctant when receiving care with intimate activities. However the care 
record noted that she is unhappy in the bath but K4D stated that she is happy in it. A Waterlow score 
demonstrates that she has Very High Risk of pressure ulcers. She has a dry scalp and skin and is 
prone to skin-tears, so is creamed regularly.  
 
Care home: grooming 
As with washing, when residing in her first care home Case D was prompted to perform grooming 
activities such as brushing her teeth and hair herself. She declined over time and now cannot 
perform any such activities; not only due to her cognitive inability to perceive prompts and 
instructions but because she physically cannot balance while sitting: 
 
K4D: She can’t do anything anymore… not for herself 
 
Staff brush her teeth but find this difficult as she can become non-compliant and unhappy. A 
manicurist sometimes takes care of her nails or staff cut them.  
 
Care home: dressing 
When she first moved to Care home #2 Case D could dress herself but found it physically difficult to 
perform some activities such as bending down to put stockings on. Now she requires total support to 
get dressed, although sometimes may be able to say what she wants to wear if given two choices: 
 
K4D: We ask her and sometimes she just says yes to what whatever you hold up… we tend to 
put her in what she used to like 
 




K4D: She likes red beads with a blue dress or pink ones with the green [dress]… I would have 
it the other way around but [Case D] doesn’t she’s always had it that way round but then she 
likes vibrant colours 
 
She does not indicate that she is aware of her body temperature so staff must manage this for her. 
 
Care home: elimination 
Case D is fully dependent for her elimination needs as she is incontinent of urine and leaks faeces. 
She cannot alert staff when she needs to use the toilet. When she has soiled herself she scratches 
and digs down below so staff need to watch for this; her pad is checked every two hours when she is 
in bed. She uses medium continence pads for day and large pads at night. She is prone to both UTIs 
and constipation and has laxatives to prevent this.  
 
Care home: eating 
Case D is 1.43m tall and at her last weigh-in was 30.4kg. She is classed as underweight according to 
her BMI score. She may refuse meals due to drowsiness which leaves her vulnerable to dehydration 
and malnutrition: 
 
D1: In extreme situations she’ll spit it out [and say] “No” her language can be very clear on 
that 
 
She went on NHS Continuing Care to monitor her weight and now has Ensure drink and Forticreme 
vitamin supplements to her diet. She requires full support to eat, drink and choose food but may be 
able to say ‘yes’ and ‘no’ when given options. She usually eats her meals in the lounge with the other 
residents but sometimes prefers to eat in bed. She tends to swallow food very quickly without 
chewing so requires monitoring to prevent choking; and has a pureed diet. This however had been a 
source of conflict between the family and the care home: 
 
D1: I was a little bit annoyed here they very quickly put her onto a pureed diet but I think it 
was probably she would take so long to choose something it was probably not practical… I 
asked them not to they went back to chopping it up but then very quickly went to pureed 
again 
 
Whilst D1 thought that Case D’s pureed diet was due to taking too long to choose, K4D stated that it 
was because Case D has swallowing difficulties. K4D also explained how they managed D1’s 
resistance to the pureed diet: 
 
K4D: We discussed with the family [D1 said] “Well I don’t think I really agree with that” we’d 
let it go for another month or so and then we’d say “I’m sorry but she really needs this” and 
then we discuss that 
 
Staff should encourage her to eat snacks between meals, particularly pureed cakes: 
 
D1: She seems to have got a very sweet taste now which she didn’t used to have 
 
She takes the pureed food from a spoon held by carers. She used to use an adapted spoon and a 
plate with rimmed edge. The adapted cutlery and plate were supplied by Care home #2 after staff 
noticed that she was having difficulty with grip strength and only noticed food on one side of the 




K4D: But then that [action] slowly diminished more and more so it’s gone now 
 
Her drinks are not thickened despite K4D’s indication that Case D has swallowing difficulty. She can 
no longer grip a cup or beaker so staff hold a cup to her mouth whereby she can suck the liquid from 
a sip-top. 
 
Care home: family visits 
D1 visits Case D once a week, typically on a Sunday as she works full-time. She sometimes assists 
Case D with feeding and does this because of Case D’s continued weight loss. Case D eats well for 
her daughter and sometimes noticeably better than for staff: 
 
K4D: She actually eats better for her than she does us some days because she’s constantly 
talking to her about what [Case D] remembers whereas we wouldn’t be able to speak so 
much  
 
D1 also helps because Case D commonly falls asleep during mealtimes and D1 is afraid that the care 
home staff then remove her food. Therefore when she visits she can guard the food until her mother 
wakes up and eats again. D1 also likes doing this activity with her mother because Case D is no 
longer able to chat and hold a conversation. The care home staff are happy for D1 to feed her 
mother. Indeed D1 has a good relationship with the formal carers and is pleased that many are long-
term employees to enable trust and friendship to develop with the residents and families alike: 
 
D1: Some homes have such a quick turnover they can’t form relationships at all 
 
D1 also noted a time in the past where staff had to rotate between the different wings of the home 
every four weeks. Although she theorised that the scheme was in place to prevent staff becoming 
emotionally attached to residents, D1 disapproved of it as she perceived it to be upsetting for the 
cognitively-aware residents who had formed bonds with staff. She was thankful that Case D was 
already cognitively impaired enough not to have noticed when this happened but she did not 
consider the impact to her mother’s orientation. Eventually the scheme was abolished and now staff 
typically remain in the same areas: 
 
D1: I think consistency is good and I’m sure they’re professional enough to keep their 
distance I know that they’re dealing with people who might die at any time which makes 
their job hard but I’m sure they can deal with that and still sort of recognise a relationship 
anyway 
 
D1 also likes that staff aim to preserve Case D’s dignity where possible by informing her of their 
actions beforehand: 
 
D1: They always ask her actually when they’re gonna turn her over they always say to her 
“We’re gonna turn you over is that alright?”  
 
Care home: end of life plan 
A DNR Form was completed in August 2011. Case D has been assessed as unable to make her own 




Case E Stage Two case study 
Case E is a female in her late 80s. She has AD which was diagnosed in 2007. 
 
Cognition 
Case E has the capacity to make some uncomplicated everyday decisions regarding her care. She 
always recognises her family but has occasional difficulty communicating with others. She may be 
able to talk to a companion when in a one-on-one situation, albeit not always following the content 
of the discourse correctly. She has difficulty concentrating and will ‘switch off’ when in a group. 
 
She can identify if she is in discomfort. She gets agitated and hits people with her stick sometimes as 
she thinks people are stealing from her. For example one day after breakfast at Care home #3, she 
believed that all the knives and forks were hers and became aggressive to those who she believed 
were stealing them. Therefore she requires staff intervention to manage her mental well-being, 
anxiety and behaviour.  
 
Family history 
Case E was born and lived in the same town where Care home #3 is located, although did live in 
other countries for a while with her husband. She married in the 1950s but was widowed after 50 
years of marriage. She has two daughters and three grandsons. Case E and her family have enjoyed 
close personal relationships and she would regularly babysit her grandchildren. 
 
Community life 
Case E first displayed signs of dementia towards the end of her husband’s life when she would often 
forget that E1 was to take them to the hospital for appointments. At that time E1 ascribed Case E’s 
forgetfulness to the stress of looking after her husband. Approximately two to three years after his 
death it became more apparent that Case E had memory problems. She also displayed other 
symptoms: 
 
E1:  She’d phone up and say “I feel faint” and then you’d be sitting talking to her and she’d 
suddenly sort of go “I’m going away” try explaining that to a doctor and getting any sense 
they didn’t know what to do one consultant said “Is she not faking it?”  
 
Case E would tell people that she fainted and fell very frequently: 
 
E1: She didn’t actually faint she just wasn’t with you and then she’d sort of come back and be 
fine but she didn’t remember what she’d been doing just before it happened  
 
Case E and E1 eventually visited a memory clinic for her symptoms. Healthcare professionals tested 
Case E for mini-strokes, fitted a pacemaker for an intermittent heartbeat and prescribed her a 
course at a falls clinic because of her ‘falls’. She was then diagnosed with AD. The memory clinic 
advised for Case E to visit a day centre for people with dementia. Initially she did not want to attend 
but after the District Nurse attended with her for the first session she was more willing to go. She 
went once per week, and was picked up by the day centre’s minibus. E1 felt this was advantageous 
for Case E: 
 
E1: It did make a big difference because at least she was getting out of her flat a bit more… 
[at home] she was bored I could leave her doing some sewing or knitting but as soon as I left 




Eventually Case E attended the day centre three days per week. As her dementia progressed she 
would forget she was waiting for the minibus and leave the house to buy a newspaper. However the 
drivers would usually return later to collect her. Initially, Case E lived alone in a four-bedroomed 
house with a large garden. Eventually the garden became too much for her to manage, which 
depressed her. E1 and her sister assisted some weekends, but had young families and households to 
care for:   
 
E1: She did have a chap who came and mowed the lawn but she’d still look and say “Oh that 
needs doing and this needs doing” and also the house… it wasn’t warm in the winter and I 
think she’d lost track of how the thermostat worked 
 
Although she had in the past agreed to move house, it was only after her dementia was more 
apparent that E1 looked at alternative community residences for her mother. However because of 
her cognitive impairment Case E became reluctant to be involved in the process: 
 
E1: To a certain extent she couldn’t be bothered with the actual mechanics of moving so in 
the end we went and found and decided a sheltered independent living flat… it had pull-
string alarms and a manager who lived in the building 
 
The flat was on the first-floor as Case E refused to live on the ground-floor. The manager was not 
involved in any caring tasks for the residents but would help them with problems, for example 
telephoning a plumber or electrician for them if needed. E1 helped Case E with shopping and 
managing money, as historically her father had always managed the finances: 
 
E1: She was never interested in money I certainly could not explain to her the difference 
between a debit card and a credit card I tried multiple times… she wasn’t interested in the 
numbers 
 
Although Case E was able to use cash and write cheques she could not learn to manage card 
payments.  
 
At home: medical and sensory conditions 
Case E takes, or took, Aricpet for her dementia. She has diabetes and takes Clopidogrel to inhibit 
blood clots. She has swollen feet and some leg discomfort at times. She visits an osteopath for her 
spine. She had bowel cancer in 2005.  
 
At home: orientation 
Case E experienced disorientation while living at home: 
 
E1: Her timelines got totally confused she’d think she’d done something the day before 
[whereas] it was a week before 
 
She would tell her daughter, for example, that she had sorted a plumbing issue in her flat but the 
next time E1 visited the problem had clearly not been fixed. She frequently became confused about 
things that she had or had not done, misplaced possessions and thought she had conversations with 
people she had not. She also had delusions: 
 
E1: She told lovely stories there were little bits of truth in there but the joining bits were 




E1 became unable to trust Case E’s word that she had performed housework and ADLs throughout 
the day and also whether she had washed and eaten: 
 
E1: You’d have to [check] because you’d say “Have you have you washed that shirt” and 
she’d say “Yes” but you can guarantee that half the time she would have done and half the 
time she wouldn’t 
 
After spending half-term holidays with her teacher daughter, E1’s sister, Case E would experience 
severe disorientation when back in her flat and would knock on other residents’ doors late at night 
looking for her daughters. 
 
Case E also became unsure of her social appointments and would telephone E1 every morning to 
discuss her plans for the day. E1 encouraged Case E to use a desk calendar placed next to her 
telephone to orient her to the date: 
 
E1: It sat by the telephone and she’d get it go “My calendar says this” and we’d go “Yes 
that’s right it’s Monday it’s this date” and she’d look “It says nine-thirty [day care] bus ride 
for [day care]”  
 
E1 became used to frequent telephone calls as eventually Case E would telephone her up to ten 
times each day. Their conversations typically concerned orienting Case E and making sure she was 
safe: 
 
E1: It got a bit more difficult maybe a year before she moved into [Care home #3] where she 
was getting a little bit more confused time-wise… she’d say “I’ll go to bed now” and you’d 
say “No it’s three o-clock in the afternoon” “It’s three o-clock in the morning I should be 
asleep” more it was she’d wake up in the middle of the night and get dressed  
 
At home: mobility 
Case E’s mobility when she lived at home was generally well. She could use stairs, albeit slowly, and 
left her house every day to go to the newsagents. As discussed in the ‘Community Life’ section, Case 
E worried about fainting and falling. Her GP then suggested she use a walking stick to give her extra 
balance if she felt faint. She already owned a walking stick her husband used when he was alive. The 
falls clinic adjusted the length of the stick to fit Case E and added a rubber stopper for grip. Case E 
used it when outside of her flat: 
 
E1: It was more of a confidence thing than absolutely necessary… but at least we knew she 
had it with her  
 
E1 perceives that Case E used the stick because she was told to by a healthcare professional; if she 
had told her mother to try a walking stick she feels that her mother would not use it. Case E 
preferred her walking stick to a generic hospital one because it looked unique. She had a telecare 
alarm in her new flat, but was prone to overusing this technology: 
 
E1: Every time she went a bit funny over the night she’d pull the string [laughs] and we’re 
going “No you can’t keep pulling the string and saying you need an ambulance because” 
[laughs] but we got over that one [by saying] “Just phone me instead” 
 




At home: washing 
Case E typically only had one bath per week throughout her life because of her dry skin, but it 
eventually became apparent to E1 that Case E forgot her weekly bath and daily wash. E1 perceives 
that Case E at that time would have understood water temperature, but could very likely have 
started to draw the bath, forgot the taps were running and left the bathroom to flood. Case E was 
physically able to bathe and used the bath handrail as she got more nervous about her balance. The 
bottom of the bath was treated with a non-slip surface coating. 
 
At home: grooming 
Case E was able to perform grooming activities adequately when she lived at home. However as will 
be discussed in the ‘Informal and formal carer assistance’ section, eventually Case E was visited by a 
formal carer to ensure she was dressed and groomed.  
 
At home: dressing 
After moving into her smaller flat, Case E became unable to take care of laundry activities. She had 
always required a top-loading washing machine because of a bad back, and her new kitchen was 
unable to take this type of machine. E1 took care of washing most of her mother’s clothes, bed-
sheets and towels, although Case E could hand-wash some items. E1 had to check whether items 
needed to be cleaned because Case E became unaware when items were dirty. Similarly she tended 
to choose clothes to wear that she had worn the previous day, as they seemed more familiar to her. 
 
Case E only had difficulties dressing because of her back, which impacted upon her lower extremity 
dressing such as tights and trousers. Over time she then wore skirts with pop socks to alleviate this 
problem.  
 
At home: elimination 
Case E had no difficulty with continence or toileting when she lived at home. 
 
At home: eating 
Case E could cook for herself most days although in the period approximately six months before her 
institutionalisation, Case E’s time disorientation impacted upon her ability to perceive mealtimes. 
She never used any food from the freezer. E1 took her mother food shopping and learned to only 
buy small amounts of certain foods otherwise they would remain uneaten. E1 learned to check her 
mother’s cupboards prior to food shopping; this way she was able to advise her Case E on the foods 
she already had when they were in the supermarket: 
 
E1: She’d go round the shop and go “Oh I need some of that I need some of that” and when 
we got back to the flat I’d go to the cupboard to put it away and there were already three 
 
Case E always trusted her daughter when she was told that she already had an item. E1 bought her 
mother a thicker-handled potato peeler but Case E preferred to use the one she had always used. 
 
At home: informal and formal carer assistance 
E1 assisted her mother with gardening, housework, food shopping and washing her clothes. E1’s 
sister helped their mother with gardening, housework and to bathe once per week, under the guise 
of a normal visit, so as to not upset Case E if she knew it was a visit specifically to bathe her. E1 had 
previously tried to book a cleaner for Case E but she refused such help: 
 
E1: Mother said “I don’t mind my daughters helping but I don’t need you thank you very 




Eventually, on the three mornings that Case E was to be picked up to go to the day centre, a formal 
carer visited her to ensure that she was awake, dressed, had eaten and was ready to leave. This 
worker was from a private formal carer organisation. E1 sourced the company based on 
recommendations from informal peer carers whom she had met at a carer’s meeting that was run by 
staff from Care home #3. The formal carer would orient Case E, verbally prompt her to get dressed in 
clean clothes and prepare breakfast if she had not already eaten. Generally Case E accepted these 
visits and perceived the carers as friends. The carer let herself into the main flat buildings via 
electronic code but needed to knock on Case E’s individual flat door to be let in; this led on some 
occasions to Case E’s confusion and refusal to let her in. E1 was considering providing the worker 
with her own key, and for increasing formal care contact to include bathing assistance, but Case E 
was then relocated to Care home #3. 
 
Relocation 
Institutionalisation occurred because Case E began to get lost. This started when she began to get 
anxious about where she was going for Christmas Day in 2011. One evening in December E1 
received a telephone call from a stranger who lived in Case E’s deceased parents’ house; Case E had 
somehow travelled eight miles to get there: 
 
E1: She’d been to [day centre] that morning and they had lunch and then she got the bus to 
take her home she usually got home about half-past two but by five o-clock she had 
managed to get herself from [town] to [town]… because Christmas was coming and she’d 
been thinking about her parents 
 
Then in late January 2012 E1 received another telephone call from two young men whose house 
Case E had arrived at. She had told the men that her daughter had dropped her off there as she lived 
there but was confused because her key didn’t work in the door. Case E had E1’s name and address 
in her handbag with which the men were able to contact E1: 
 
E1: I just thought this is not safe anymore… somebody must have given her a lift and that is 
quite scary actually and we were very lucky that she turned up two sets of perfectly nice 
people who phoned me and made her a cup of tea kept her there ‘til I sorted it out 
 
E1 then visited Case E’s flat every afternoon to ensure she returned from the day centre; this was 
extremely restrictive to E1’s life and liberty. She also realised that an hour visit from a formal carer 
was no longer enough; Case E required more substantive care. With the added consideration of Case 
E’s constant telephone calls to E1, she and her sister discussed their mother’s potential 
institutionalisation. Although a difficult decision, they agreed that 24-hour supervision would ensure 
Case E’s safety. E1 knew the manager and deputy manager of Care home #3 from the carers’ 
meetings. She felt that Care home #3 was suitable because its locality would enable Case E to remain 
signed to her GP surgery and because she may recognise the area if she went out walking. 
 
Case E relocated to Care home #3 in February 2012. She was not resistive to the prospect of 
relocating, although was told that her move was temporary while E1 went on holiday. She 
commented that she would be fine on her own because she was unaware of her risks relating to 
getting lost: 
 
E1: We thought that would be the best way of getting her to actually go there in the first 
place her immediate reaction was “I don’t need to do that I’m fine on my own” and she really 
459 
 
believed that and you know when we said to her when she went to her parent’s house “How 
did you get here” she didn’t really know  
 
Care home life 
Despite ulcerated legs Case E is an active individual and walks throughout Care home #3. She is 
generally physically-able and her difficulties with daily living are mostly related to poor cognition. For 
example she cannot recognise and remember what she needs to do to complete a task. She can also 
become fixated on items in the care home that she believes are her possessions: 
 
K5E: She likes napkins… she says they’re hers “I’ve made them” she has got a fixation on 
napkins and cutlery… she’s a bit of a magpie or [maybe]it’s just from [her] era in the war or 
whatever you don’t know do you 
 
She can easily become agitated if she believes others are stealing her possessions and has hit people 
with her walking stick at such times. She requires staff intervention to manage her well-being and 
anxiety. She can participate in social activities and go on day trips, although she has been known to 
take herself back to her bedroom for solitude during the daytime. She likes a whisky at bedtime, and 
typically sleeps well. 
 
Care home: medical and sensory conditions 
Case E has ulcerated legs which are dressed by the nurses at Care home #3. She also has reoccurring 
UTIs, for which she is encouraged to drink fluids to prevent. Case E is entirely reliant on nursing staff 
at the care home to administer medications, as are all of the residents.  
 
Care home: orientation 
Case E walks around the wings and lounges of Care home #3 as she pleases. This is allowed 
according to the organisational culture of the care home to enhance residents’ sense of 
independence and preserve dignity; the main front door is electronically coded to prevent residents 
leaving unattended. Indeed, Case E is unable to leave the home on her own as she would be unable 
to find her route back. During her visits to Care home #3, E1 watches her mother when she goes to 
the bathroom to ensure that Case E will come back to her: 
 
E1: Otherwise she doesn’t always remember that she’s got a visitor so she’ll sort of wander 
off for a little walk wherever she fancies going so you have to [say] “Coming back to me” and 
she’ll come back [laughs] 
 
When she walks throughout the care home, she is generally oriented in familiar surroundings but 
sometimes cannot find her bedroom number. 
 
Care home: mobility 
Case E has a history of falls; in June 2013 she was found on the floor of her room trying to put on her 
shoes. She sometimes has help for transferring from carers but does not require a hoist unless it is to 
enter the bath. She uses the hand-rails in the bathrooms to make lowering and lifting herself on the 
toilet easier. She is supposed to walk with a walking stick: 
 
K5E: She has one stick she only needs one but sometimes she walks with two and I’ve known 
her to have three at the same time [laughs] 
 
However she sometimes forgets to use her walking stick and instead uses the hand-rails in the 




Her bed has a pressure-relieving mattress, and the bed height can be adjusted by controls. She has a 
call bell in her room but forgets to use it. 
 
Care home: washing 
Case E likes a long bath at night at least once or twice per week and soaking her legs in warm water. 
On other days she receives strip washes using the sink in her room with the help of carers: 
 
K5E: She used to be able to do it by herself we have to help her now her needs have changed 
over the last couple of years 
 
I: Do you only have to prompt her or do you do it for her? 
 
K5E: Try to prompt her otherwise you’re just taking it all away… she can still use her hands 
she feeds herself and stuff like that I let her do what she can  
 
Case E can wash her face and upper extremities and receives assistance to wash the lower half of her 
body. Although agile, K5E perceives that Case E would become unbalanced and fall if she was to 
attempt to wash her lower extremities. 
 
Care home: grooming 
Case E does not have her hair set every week by the hairdresser as some residents do, but has her 
hair cut approximately every six weeks. Case E can comb her hair in the mornings but has a habit of 
pulling and fussing her hair so sometimes looks unkempt. She sometimes has assistance from carers 
to comb the hair on the back of her head. 
 
Case E no longer wears make-up; E1 feels this is likely because she does not often go out. A 
podiatrist visits the care home to take care of Case E’s toenail and feet. E1 sometimes files her 
mother’s fingernails: 
 
E1: She’s never had manicures as a general thing so it wouldn’t occur to me to give her a 
manicure… I’d be more likely to take her and have a cup of tea and sit and watch the fish she 
likes that  
 
Case E can brush her teeth sometimes if prompted. Carers prepare her toothbrush with toothpaste 
and place it in Case E’s hand close to her mouth. If she is very confused, the carers will provide full 
physical assistance.  
 
Care home: dressing 
Case E likes to be smart, clean and presentable at all times. She is proud of her appearance and 
enjoys accessorising with her watch and necklaces. She used to be able to choose the clothes she 
prefers but now requires assistance: 
 
K5E: I will tend to sort of get [clothes] out or something that matches and go “Is that alright” 
and she might say she’s not really that bothered she’ll just say “That’s fine” 
 
She can dress herself, including her lower extremities. However carers should provide dressing 
assistance or monitor her clothing, as if she wakes up and dresses herself she will wear the same 
clothes day after day. Staff also monitor her because she has also been known to wash her own 
underwear and place it in her drawer while still wet. Case E sometimes wears her shoes and at other 
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times her slippers; E1 believes that this is because sometimes Case E feels like she is ‘going out’ 
when she leaves her room to enter the lounge. Her shoes and slippers have Velcro fastenings so they 
can be enlarged when she has bandages on her feet. However her footwear sometimes bothers her 
if the Velcro does not lie flat: 
 
E1: She’ll sit there and fiddle with them… if you pull the Velcro across too far because it 
doesn’t quite meet… it annoys her so she’ll sit there and try and poke it flat and you [say] “It 
won’t go because there’s no Velcro under there” [laughs] or else she very carefully lines the 
Velcro up but then of course her foot slides too far forwards 
 
Case E may require some prompting and assistance to ensure comfort with regards to her body 
temperature; removing or adding clothes and blankets to remain comfortable. 
 
Care home: elimination 
Case E has a laxative for constipation when required. Although generally continent, she will soil 
herself if she cannot get to the toilet in time. She now wears continence pads held in place with net 
knickers in case of accidents. She is often taken to the toilet by care home staff to ensure that she 
has used the toilet properly, has replaced her clothes appropriately and has not used toilet tissue in 
place of a continence pad. She remembers to flush the toilet but does not wash her hands in the sink 
unless prompted by a carer. She does not remember to use soap unless it is handed to her.  
 
Care home: eating 
Case E has put on weight since entering the care home and her BMI indicates that she is overweight: 
 
E1: If they provide food she will sit and eat it and occasionally she forgets that they’ve had 
lunch she’ll say “Where’s lunch” so they’ll give her a biscuit or a banana or something… she’s 
no problem as soon as you say it’s food time she’s there she’s sat at the table waiting you 
know “Where’s me dinner” [laughs] 
 
Therefore, according to the care record and to E1, she currently experiences no problem with 
appetite or understanding her body’s need for fuel. However, the interview with K5E indicated that 
Case E’s appetite may be decreasing: 
 
K5E: Her eating habits have changed… she doesn’t eat half as much now… she might be a bit 
depressed… because she keeps saying she wants to die… [or] maybe she thinks [she’s] back 
to being in the war or something it’s just a waste 
 
At the time of this interview, this suspicion had been reported by the care home nursing staff to 
Case E’s GP, who was intending to visit Case E that day. 
 
Case E’s diet is of normal consistency. She can feed herself with normal cutlery although may need 
some assistance cutting food and opening cartons or bottles. She can use a normal mug, teacup and 
saucer or glass. In July 2012 a sore throat meant that she had problems swallowing. She had a 
pureed diet and thickened drinks until this improved a week later. 
 
Care home: family visits 
E1 has been involved with some day trips and taking her mother out to physiotherapist 
appointments, but mainly her visits consist of taking her mother into the back garden, watching the 
pet fish or playing Scrabble. E1 has noticed that Case E now has less patience with playing the board 
game and has difficulty remembering the rules. Case E can also easily grow tired and be reluctant to 
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finish a game. E1 has filed her mother’s nails but rarely conducts any other grooming activity such as 
combing Case E’s hair; Case E is usually awake and dressed when E1 arrives. She has been involved in 
Case E’s continence needs and changes her pad if necessary. E1 now always takes spare continence 
pads from the home when taking her mother out for the day.  
 
Care home: end of life plan 
A DNR Form was in place from March 2012 a month after Case E’s relocation to Care home #3. She 




Case F Stage Two case study 
Case F is a female in her early 90s. She has VaD which was diagnosed approximately seven years ago. 




Case F first displayed memory problems when she lived in sheltered accommodation. In one incident 
she was distracted by the telephone while cooking; her poor memory combined with anosmia meant 
that she could not detect the gas in her house. A neighbour in the same block of flats detected the 
gas and turned off the oven. After this event, F1 accompanied his mother to her GP. They were 
referred to a memory clinic at the local hospital and she was diagnosed with dementia. 
 
Currently Case F can make some uncomplicated decisions regarding daily life. She could inform 
others if she was being abused, although because of immobility would be unable to walk away from 
a harmful situation. She is generally placid although may ‘lash out’ when being transferred in a 
stand-aid hoist onto a toilet. She is sometimes able to hold conversations with carers but often will 
not follow the discourse well: 
 
K6F: When her son comes she can have a laugh but he’ll say something to her and she won’t 
understand after… he even says “I don’t think she understands what I say” 
 
Family history 
Case F was born in a different part of the country to Care home #3. After joining the army in 1939 
she met her husband in hospital in Europe and married in the 1940s. They lived in the same county 
as Care home #3.  She has one son, F1, and one nephew. She has been widowed since 2002. Her 
husband was in a care home for the last few years of his life. The experience of finding a home for 
his father helped F1 later when he searched for a care home for Case F. 
 
Community life 
Case F sold the family house and moved into a sheltered housing flat with a warden; she lived there 
for a number of years. The previous tenants were blind and wheelchair-bound so the property 
already had hand-rails in the bathroom around the sink and the toilet had a raised, white seat. 
 
At home: medical and sensory conditions 
In addition to her memory loss, Case F suffers from: osteoarthritis, hypothyroidism, high cholesterol, 
diabetes, and TIAs. She had angioplasty surgery. She has glaucoma and sore eyes. She has suffered 
chest infections and problems with breathlessness on exertion and rest, so has an inhaler. These 
may be linked to her history of smoking.  
 
At home: orientation 
Case F began to get lost frequently when outside. This led to her institutionalisation so is described 
below in the ‘Relocation’ section. 
 
At home: mobility 
Case F began to suffer mobility problems while living at home. An OT visited her in her flat to assess 
her and the environment. Case F’s impaired walking was alleviated first with the use of a calliper, 
then a walking frame. This was sourced from ‘the local health service’ according to F1, although the 
family also had an old one that had belonged to Case F’s husband. Case F adapted very quickly to 
using a walking frame; F1 speculated that she was used to the presence of the technology because 
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of her husband’s previous use of it. Soon however Case F required more assistance than the walking 
frame could provide: 
 
F1: It was getting worse and worse… over a few months it was obvious that she’d rather be 
sitting in the wheelchair  
 
Case F did not use a wheelchair when in her flat as she could use the hand-rails and furniture to 
balance. She used either her light-weight wheelchair or electric scooter when on outings and 
shopping. The warden at Case F’s sheltered housing advised F1 where to obtain these items. 
 
At home: washing 
Due to Case F’s impaired mobility, the local Age Concern advised turning Case F’s bathroom into a 
wet-room. This change was partly funded by Case F. The transformation was beneficial for easing 
Case F’s difficulties with washing, although she was not allowed to use the wet-room alone. At this 
time she was washed by formal carers; more information on these carers is provided below in the 
‘At home: informal and formal carer assistance’ section.  
 
At home: grooming 
Case F could perform grooming tasks such as combing her hair, brushing her teeth and applying 
make-up.  
 
At home: dressing 
While living at home Case F could dress herself. 
 
At home: elimination 
Case F rarely experienced toileting or continence problems while she lived at home. Although she 
suffered with poor mobility, she could usually get to the bathroom in time. However there were 
some instances when F1 or his wife had to change Case F’s bed-sheets after she had soiled them. 
Case F also sporadically suffered UTIs which F1 recalled increased her confusion. 
 
At home: eating 
F1 remembered that Case F always seemed to be hungry when living in the community. She had no 
decreased appetite. She could heat up frozen meals and prepare drinks, although often let formal 
carers prepare meals: 
 
F1: She likes a cup of tea… dare I say it she’s quite a lazy woman if she knew there was 
somebody else coming in to do something she’d be the first one to sit back and let somebody 
else do it [laughs] 
 
At home: informal and formal carer assistance 
Case F already received some assistance from formal carers at the time of the aforementioned gas 
oven incident. An OT assessed Case F’s mobility and recommended that she have formal carer 
assistance. F1 was provided with a list of formal caring services by the local council. Case F had a 
clash with the staff of the first company they used so they switched to a second organisation who 
were more suitable. Formal carers visited Case F every morning to help her get out of bed and every 
night to ensure she had taken her medication, she had eaten and to help her back into bed. Carers 
only prepared food for her in the last few months of her time living at home.  
 
F1 helped his mother to go food shopping weekly, take her out on outings and organised medication 
deliveries from the local chemist. He acknowledged that he would have been prepared to help his 
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After Case F’s mobility declined, she was frequently hospitalised due to falls. She also began to get 
lost, and was once found outside her block of flats disoriented and confused. The combination of 
falls and becoming lost led to a relocation decision: 
 
F1: It became obvious she could not live on her own 
 
Although F1 prompted the decision, he did talk to his mother about the situation: 
 
F1: I don’t think she really cared… she [was] obviously getting sick and tired of going in and 
out of hospital… not knowing why she was there 
 
F1 visited many care homes from a list provided by the local council. He chose Care home #3 
because it did not smell offensive; for him this was a key feature when deciding between care 
homes: 
 
F1: It’s a small thing but a very important thing I think… not only for the person staying but 
the person visiting not wanting to visit because “I’ve got to go to that smelly place again” 
 
However, Case F had also visited Care home #3 on a previous occasion when F1 required some 
respite. This also therefore influenced his final location decision. Case F relocated to Care home #3 in 
March 2009 and settled well: 
 
F1: I’ll always remember her first day here when she asked a carer for a wine list with her 
first meal at lunchtime which I saw as a pretty good sign… she doesn’t really mind at all now 
I don’t think she really knows where she is 
 
Care home life 
Case F’s cognitive impairment has declined further in the years since her relocation to Care home #3. 
She requires support from others to communicate her needs; staff must ensure that they eliminate 
other noises when speaking to her so that she can hear them. They must explain procedures clearly 
and give her time to ask questions. Carers must provide assistance for her to fulfil social needs and 
to attend religious services. She used to be able to participate in social activities such as chair 
dances. Now she enjoys singing old war songs and joining in with a tambourine. Case F rarely 
displays any signs of anxiety or depression but has recently developed mood swings: 
 
F1: She’s always happy-go-lucky… but recently apparently she has occasionally hit out [at] 
one or two people in the evenings when she’s being bathed... it’s difficult for me to tell my 
mother not to do it because I’m afraid she’s past that 
 
Care home: medical and sensory conditions 
The care home staff are aware of Case F’s historical and existing co-morbidities and are able to 
manage these accordingly. For example they know to keep her inhaler nearby and to discourage 






Care home: orientation 
Case F is sometimes oriented in familiar surroundings but would be unable to find her way back to 
the care home if she went out for a walk. She can no longer find her bedroom from the lounge even 
with environmental prompts in place such as room signs. 
 
Care home: mobility 
When she first relocated to Care home #3, Case F could mobilise using a walking frame. Her mobility 
is now poor and she has a history of falls; she wears hip protectors and mainly uses a wheelchair. 
Both F1 and her keyworker, K6F, perceived her decline in walking ability to be as a consequence of 
cognitive impairment as much as physical impairment: 
 
F1: She’s forgotten how [to walk] and indeed because she’s not strong enough 
 
K6F: Both really if we put her in stand-aid hoist say “Come on [Case F] stand” sometimes she 
will sometimes she won’t she’s not registering what we’re telling her to do sometimes 
 
However they perceived that Case F’s balance and upper extremity mobility to be relatively 
unimpaired. Two carers transfer her using a stand-aid hoist with large-sized sling. Case F is not 
distressed whilst she is in the hoist nor bothered by her hip protectors. She is transferred from her 
wheelchair into a recliner chair when in the care home lounge; this chair elevates her legs as she is 
required to do. A slide-sheet is used to reposition her when in a chair or in bed to compensate for 
her poor mobility. However she is still at risk of rolling out of bed so it is kept at the lowest level 
possible. A sensor mat is placed on the floor during the night. She has a call bell and bed-rails. 
 
Care home: washing 
Case F receives assistance with all personal hygiene activities. She used to be able to wash the top 
half of her body alone but now requires assistance from one carer to wash her whole body. This 
difficulty was attributed by K6F to Case F’s cognitive impairment rather than physical difficulties. 
Case F receives help to have a full shower and to wash her hair once per week. Although she is 
happy to receive washes from female or male staff, she may be un-co-operative during washing: 
 
K6F: If we give her the flannel she might go like that [mimes some wiping] but otherwise 
sometimes “Get off me” 
 
Her Waterlow Pressure Risk Assessment signifies that she has a Very High Risk of pressure sores due 
to fragile skin and urine and faecal incontinence. She has a pressure mattress on her bed to prevent 
skin sores, and carers cream and elevate her legs regularly.  
 
Care home: grooming 
Case F visits the hairdresser at Care home #3 weekly. She receives assistance with her nails and likes 
to wear nail varnish. A podiatrist visits her at the care home; she pays for this service. Information 
about whether she does or does not wear dentures is conflicting.  
 
Care home: dressing 
Case F requires total support from carers to dress and to regulate her body temperature. Staff give 
her choices of clothes but she does not always communicate her preferences: 
 
K6F: We always give her an opportunity when you get them out the wardrobe you say 
“Would you like to put that on” she’ll say “Yeah” or [she is] not bothered you could pick 




She sometimes resists when she is dressed, displayed by pulling her arm away. The type of clothes 
she wears has changed over time, particularly with the introduction of elasticated-waist skirts to 
eliminate a barrier to bladder evacuation. 
 
Care home: elimination 
Case F is now incontinent of urine and faeces and cannot detect when she needs to eliminate. She 
wears different pads for day and night, typically using three Maliform Plus during the day 
(absorbency 720ml) and a Maliform Extra at night (absorbency 960ml). During the day staff 
physically assist her to the toilet at regular intervals, using an input and output chart to monitor her 
fluids, in an attempt to prevent soiling. The help her get to the bathroom in good time, manage the 
removal of her clothes and to sit onto the toilet. She sometimes resists this assistance: 
 
K6F: She has lashed out before trying to fight when we’re pulling her knickers down saying 
“Get off me don’t do that” [we say] “[Case F] we’re putting you on the toilet seat use the 
toilet” “Get off me get off me” but if we don’t do it she will be soaking wet 
 
The total assistance provided to Case F with toileting includes cleaning her after elimination and 
washing her hands as she can no longer perform these tasks. 
 
Care home: eating 
Case F’s weight has reduced since she entered Care home #3, taking her from obese to overweight 
according to her BMI. She has diabetes which is managed through diet. The kitchen staff are aware 
that she has a ‘sweet tooth’ so make sugar-free cakes for her. She no longer eats normal-consistency 
food and has a pureed diet. K6F attributed this to her sore gums and reluctance to chew. She will 
however suck a biscuit when sitting with her son. She used to be able to feed herself with verbal 
prompting from carers and their assistance to cut her food into manageable pieces; now only on a 
good day can she use cutlery. She is usually unmotivated to feed herself and allows the staff to feed 
her. She can use a teacup and saucer or glass, although sometimes has an adapted beaker with two 
handles. She can recognise if she is thirsty or hungry. 
 
Care home: family visits 
F1 and his wife used to take Case F out on long day trips. They managed her toileting activity well, 
having spare continence pads and a travel-version of a raised toilet seat to aid her mobility. Now he 
may take her out but only for short trips such as the garden centre or for lunch due to her reduced 
mobility. F1’s visits to the care home do not concern morning ADLs such as washing and dressing, as 
these tasks have already been conducted with Case F by the time he arrives. His visits now consist of 
social leisure time: walks around the care home garden, chatting, tea and biscuits. He perceived that 
his mother does not always understand what he says but still enjoys the time he spends with her. He 
buys her toiletries or clothes when required. 
 
Care home: end of life plan 
A DNR Form was completed in March 2012 owing to the likelihood of a poor quality of life in the 
future and after CPR. She has been assessed as unable to make her own arrangements regarding the 




Case G Stage Two case study 
Case G is a female in her early 90s. She has AD, which was diagnosed three to five years ago. 
 
Cognition 
The first sign of Case G’s dementia was memory loss, particularly forgetting where she had put 
personal items.  Over time she began to lose insight into her own condition, and that of her husband 
who also had dementia. She became unable to anticipate and respond to her husband’s care needs. 
She was also confused about his inactivity due to poor mobility: 
 
G1: Sometimes she called the ambulance because he was sitting there and doing nothing so 
she was confused about that  
 
She would telephone her sons multiple times per day and leave identical answerphone messages. 
She was diagnosed with AD after G1 accompanied his mother to visit her GP and they were referred 
to a memory clinic for a brain scan and MMSE. 
 
Case G now has fluctuating capacity depending on the decision that needs to be made and was the 
only resident in this study to possess the capacity-to-consent for her care record to be mapped for 
this research project. Her main cognitive problems are recall and language, although she can 
communicate with others. 
 
Family history 
Case G has two living sons and a third who died when a teenager. She has four grandsons. Case G 
cared for her husband for approximately 15 years after he had a stroke. His mobility declined rapidly 
and he fell frequently, he lost his ability to speak and developed VaD. Eventually formal carer 
assistance helped him with personal care ADLs and continence management. Case G’s acceptance of 
the carers was reluctant: 
 
G1: She was terribly independent didn’t want carers didn’t want anyone coming into her 
house and was quite adamant that she was capable of looking after him which she was to be 
fair until she declined 
 
Community life 
Case G lived in the community with her husband until they together relocated to Care home #3 in 
2011. While living at home Case G was very involved with her local church. She had lived in the same 
family house for a very long time and it was ill-equipped for her husband’s declining mobility. It was 
a two-storied house with no downstairs bathroom. An OT assessed Case G’s husband and hand-rails 
were installed on the front door, at the inner doors and on the stairs. They also provided commodes, 
stands to raise his armchair and trialled a stand-aid hoist. Continence pads were supplied through 
healthcare services. G1 perceives that his father placidly accepted the new use of technology 
whereas Case G was reluctant because of the disruption. Case G’s husband at times became verbally 
and physically aggressive towards her because of his frustration at his inability to communicate. Due 
to her own dementia, Case G could not perceive that her husband had any difficulties.  
 
At home: medical and sensory conditions 
Case G had osteoporosis and arthritis in addition to AD whilst living in the community. She was 
prescribed Aricept for her dementia. Case G could not remember to take her medication and was 





At home: orientation 
Case G did not display disorientation around her house. G1 purchased a large-button telephone for 
Case G; she was able to use this as the device had G1’s telephone number on a recall setting. 
However he feels that she abused this as she would call him frequently. G1 was not as successful 
when trying to teach Case G to use a new microwave even though it only had three buttons: 
 
G1: Keeping it very simple and she’d say “Oh yes yes that’s easy” and of course as soon as I 
wasn’t there she couldn’t do it 
 
No dementia-specific ATs were used to aid Case G’s memory. However Case G used a calendar, a 
tactic she had always used, to remind her of appointments. G1 also set up a notepad for Case G to 
write a shopping list, the formal carers’ names and forthcoming events: 
 
G1: But I’m not sure that she really looked at that… maybe a little memory jogger [G1 is 
referring to a ‘smart’ memory device] might have got her to do things 
 
 
At home: mobility 
Case G was not immobile while living at home although had a stiff left arm. She was not at great risk 
of falls there, but did have a pendant alarm. However she rarely remembered to wear it: 
 
I: Was it that she thought it was ugly? 
 
G1: No she recognised it because her sister had a fall and was left for two days so she knew it 
was important but she just forgot I guess 
 
At home: washing 
G1 perceives that Case G was likely not washing herself adequately, nor was she able to ensure her 
husband was washed. This problem was only alleviated with formal caring assistance as is described 
below in the ‘Informal and formal carer assistance’ section. 
 
At home: grooming 
Similarly, G1 also perceives that Case G was probably experiencing difficulty performing and 
remembering to perform grooming activities. In particular difficulty with washing her hair because of 
her stiff arm: 
 
G1: We couldn’t be absolutely sure except she never went to the hairdressers and she had 
her hair long so how she was washing that… there was no sign of her having washed her hair  
 
At home: dressing 
While living at home Case G was able to dress herself.  
 
At home: elimination 
In addition to continence pads from healthcare services, G1 obtained continence products for his 
father from the local mobility shop. These products included mattress, duvet and pillow covers, 
rubber bed sheets and rubber cushions. Case G did not have toileting or continence problems.  
 
At home: eating 
Case G had difficulty with the IADL of preparing food for her husband and herself. She was not 




G1: She’d say “Right what do you want for dinner” and he’d say “Er mmm” “Do you want egg 
and chips?” and he’d say “Yes ok” and then [later] I’d say “Are you gonna do lunch for dad?” 
and she’d say “Oh I don’t think he’s told me what he wants” so she’d go back again and this 
would go on so I’m thinking when I’m not there she’s probably not getting him anything 
 
Her husband had a swallowing and reflux problem that also meant he spat out or regurgitated food. 
It was a diagnosis of malnutrition in Case G’s husband that first indicated to others that both she and 
her husband possibly had dementia. They eventually both received meals-on-wheels services.  
 
At home: informal and formal carer assistance 
Both G1 and his wife tried at times to conduct intimate assistance with Case G, particularly for 
washing. Case G refused assistance from others but let her son and daughter-in-law provide intimate 
care for her husband. G1, his wife and his brother conducted some tasks such as food shopping and 
laundry for their parents. Formal social care services also became involved after G1’s father was in 
hospital with malnourishment. Case G accepted her husband’s two-week re-ablement care package: 
 
G1: We told her “You’ve got no choice it’s the hospital” so she accepted that saw it as an 
extension of his treatment 
 
However, Case G was reluctant for the two to receive formal care assistance after that fortnight. She 
refused to be referred to a day centre and discouraged her husband from attending. G1 arranged 
formal caring for his father through the same agency who had provided the re-ablement package: 
 
G1: She was resentful didn’t want them in… she’d complain but she accepted it 
 
Her husband’s carers entered their house twice per day to assist with morning and evening routine 
including his continence care. After an arduous process G1 was also eventually successful at 
arranging the same carer to ensure that Case G took her dementia medication. At this time Case G’s 
dementia worsened; she began to get confused and accused the carers of stealing from her. She 
began to hide her possessions inside her pillow, for example: her handbag, all of her underwear and 
cleaning products. She began to mistake visitors’ identities and forget they had been to see her. She 
became depressed and would cry frequently. She also began to refuse to go out for her weekly lunch 
with her church friend. Case G had always been known to be very house-proud, but as her dementia 
progressed she would forget to conduct cleaning activities and ADLs: 
 
G1: She didn’t change her bed although when I’d ask her “Oh shall I change the bed?” “Oh I’ll 
do it Wednesday” she’d always say “I did it last Wednesday” “Have you washed your hair?” 
“Yes I did it last Wednesday” 
 
G1 then arranged for the formal carers to perform dish-washing and load the washing machine with 
dirty laundry. He also arranged for Case G and her husband to receive meals-on-wheels. This had 
been a struggle; at first only his father had been eligible because of his malnutrition. However this 
had occurred because Case G did not remember to prepare food for the two; G1 eventually 
successfully arranged for them both to receive the service. 
 
Relocation 
Case G and her husband relocated together to Care home #3 in September 2011. The relocation 
occurred after a discussion G1 had with Case G’s GP about his father’s increased physical impairment 




G1: He said “Well they probably need twenty-four hour care because there’s two of them and 
she’s not gonna be able to cope with him” 
 
Although G1 and his brother then spoke to Case G about 24-hour caring services in their home, she 
did not want a permanent carer in the house. G1 was also reluctant for more intense formal caring 
services in the community as he felt the carers were untrustworthy. He and his brother tried 
multiple times to persuade Case G to let her husband enter a care home: 
 
G1: Then we started taking nasty tablets we said “Look we really don’t think that you can 
look after dad and it’s not fair on him he’s not getting the care he needs he’s being 
neglected” 
 
Case G then agreed that her husband should relocate to a care home but only on the grounds that 
she move with him. It was difficult for G1 to find a suitable home that could take both Case G, who 
had only cognitive impairment, and her husband with both cognitive and extreme physical 
impairment: 
 
G1: A lot of them didn’t want someone like my mum because she was too early-stages they 
were specialised dementia units which were no good for her… and the ones that would 
accept my mum would not accept my dad in case he got worse [physically] 
 
Care home #3 could accommodate the couple. On relocation day, Case G was emotional and refused 
to get her things ready.  
 
Care home life 
The couple moved into separate rooms in Care home #3 to ensure that Case G had undisturbed 
sleep. They did not initially settle into the care home well. Case G’s husband died approximately five 
months after institutionalisation after falling unwell. This was a traumatic experience for Case G and 
caused her depression and anxiety. As the relocation had been prompted by his father’s poor 
mobility, G1 then considered the possibility of moving Case G back to her own home: 
 
G1: She would have needed a bit more care and [her] home was in an awful state… they’d 
had nothing done for twenty years there’s no downstairs loo or anything and it was pretty 
disgusting… we decided that as she was declining it made sense not to uproot her 
 
Moving Case G to a new location such as assisted living facilities would have caused her further 
confusion and disorientation. It was decided that Case G would remain living at Care home #3. 
 
Her cognitive and physical impairments have declined since relocating to the care home but Case G 
can communicate her needs, likes and dislikes. Her ability to follow and hold a conversation 
fluctuates. In the morning she likes to stay in bed late and have a cup of tea first thing. She is more 
likely to be in a low mood or confused in the mornings and has recently become more reluctant to 
leave her room. However if she is in a good mood she likes to laugh with the other residents: 
 
K7G: If she’s in one of her “No you’ve dumped me in this place I’m not coming out” there’s 
not a thing in the world will get her out [of her bedroom] but if she’s in a [good mood] we say 
“Come on come out they’re having a knees-up in there” or something like that she’ll come 




During night-time routine she can take herself to bed. Her sleep pattern is generally undisturbed but 
she prefers her bedroom door to be open. Overall G1 feels that the institutionalisation decision was 
the right one: 
 
G1: She’s a lot healthier put on weight she’s getting all the washing… she looks much better 
than she has for years 
 
Care home: medical and sensory conditions 
In addition to the aforementioned co-morbidities, Case G currently has her blood pressure 
monitored frequently. 
 
Care home: orientation 
Case G is oriented in familiar surroundings but could not leave Care home #3 on her own: 
 
G1: She’ll get from her room to the lounge and into the communal room she can do that 
although yesterday she was slightly confused about whether to turn left or right… and I said 
“Well which way do you think?” she said “Oh that way” I said “Yes” but she doesn’t accept 
that there is a problem 
 
She is sometimes upset when she can’t remember the day or time and has been known to 
confabulate to compensate for her memory loss: 
 
G1: She makes quite a convoluted excuse as to why she doesn’t remember something 
 
She often misplaces objects. She also sometimes forgets that her husband has died and asks both 
her son and the staff his whereabouts:  
 
G1: Wandering around looking for him… so you have to go through the “Dad’s dead” 
discussion… that was tough but the good thing was that she’d forget that she was upset 
 
K7G: She still does now “Why did he leave me” 
 
Case G has little insight into her dementia or disorientation.  
 
Care home: mobility 
Case G has arthritis in her shoulder and some back pain. Although mobile, Case G is prone to falls but 
refuses to wear hip protectors. She sometimes does not believe the staff when she is told that she 
fell. She never used to use walking aids, nor AT for moving and handling. However she has become 
more impaired when walking and begun to lean to one side. For the first time she recently used a 
wheelchair when on an outing that required a lot of walking. She is usually reluctant to walk around 
the care home garden. She sits throughout the day and her inactivity has started to worry G1.   
 
Case G has a call bell in her room which she is encouraged to use but doesn’t remember to. She does 
not require bed-rails but has a sensor mat in case she falls from or leaves her bed during the night.   
 
Care home: washing 
As Case G had a history of refusing help with hygiene activities, the care home staff slowly 




G1: They were very good they didn’t sort of throw her in the bath first day they sort of 
worked on it over two or three weeks 
 
Case G now receives full assistance with washing and bathing from the care home staff: 
 
K7G: We try and encourage her to wash her face and her hands… you have to prompt her to 
do it… but she’s got a bad shoulder so we have to do really most of it for her  
 
She also receives showers. This has a seat to eliminate the need for the user to stand up. The seat 
also tilts back when necessary for ease of washing. However Case G still sometimes refuses showers.  
 
Her Waterlow Pressure Risk Assessment showed that although she is fully mobile, she is at Very High 
risk of pressure ulcers and she has suffered with cellulitis in her legs. Her skin is creamed regularly.  
 
Care home: grooming 
 Over time Case G has needed increased levels of human assistance with grooming activities. At first 
supervision, then prompting and now full physical assistance for shaving, nail-care, and oral-care. A 
podiatrist visits to cut her toenails. She has a weekly hair set at the care home’s hairdressing room. 
She can still comb her hair when required. She no longer wears make-up. 
 
Care home: dressing 
Case G likes to be presentable and smart before leaving her bedroom. She chooses her own clothes 
but requires assistance and supervision by one carer to get dressed due to her arthritic shoulder. She 
can use buttons unless they are small and has trouble holding small zips. She can put her shoes on 
using a long-handled shoehorn, although now usually wears slippers because of swollen ankles. Case 
G has no difficulty gauging and managing her body temperature. Case G does not understand the 
laundry system at the care home:  
 
K7G: She’s reluctant for anything to go down the wash so we normally have to sneak it out or 
[laughs] say “Well let me just freshen it up then” and [she says] everything’s been gone for 
days which it hasn’t it’s been gone for a morning 
 
Care home: elimination 
Case G is occasionally incontinent of urine. She wears continence pads day and night but also sits on 
her newspaper when in the lounge as she is worried about leaking urine. She is not entirely 
comfortable with the thought of wearing the pads: 
 
K7G: She always says “Oh they stink” and I say “It’s just them little dribbles” she goes “Oh I 
suppose you’re right you know best” 
 
She has no history of constipation or UTIs. She uses both her en-suite and the communal toilet by 
herself although is encouraged to use the call bell in her room so that staff can ensure her safety. 
 
Care home: eating 
Case G has a BMI of 26.4kg/m² which puts her as slightly overweight. She has put on weight since 
relocating to Care home #3 but according to G1 looks better for it. Indeed, he perceives that she was 
rarely eating when she lived at home because she did to remember to prepare food. 
 
She eats a normal diet. Although she did not eat well due to depression after her husband died, now 
her appetite is good and she can detect if she is hungry. Case G can identify the foods she wants 
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based on the menu list and normally eats lunch with the other residents in the dining room although 
always has breakfast in her room. She can use cutlery and feed herself, although may require 
assistance with cutting food and opening cartons and bottles. She can identify if thirsty and does not 
require adapted drinking vessels. 
 
Care home: family visits 
G1 obtains toiletries and other items his mother requires but does not perform ADL assistance for 
her. He takes his mother out on day trips; they are able to do this now her husband has died as 
before she would not leave him alone at the care home. As Case G has lately become more tired and 
imbalanced when walking so they used a wheelchair on their most recent outing. Residents and 
family are allowed to borrow wheelchairs from Care home #3 when required. The main 
disadvantage of taking Case G out is her disorientation on return: 
 
G1: If you’ve been out for more than an hour or so she’ll think she’s going back to her old 
house so you go through the trauma of “Where are you taking me?” again so you think “Oh 
God is it worth it” 
 
However G1 feels that the time he now spends with his mother is better quality time together than 
when she lived in the community and his time with her consisted of housework.  
 
G1’s brother visits his mother in the care home less frequently than G1. He visits approximately once 
per month: 
 
G1: He takes the view that if she can’t remember he’s come why should he bother… it’s that 
sort of “Don’t like hospitals don’t like old people” 
 
Care home: end of life plan 
A DNR Form was completed September 2012, to be reviewed in September 2013. Notes on the 
justification for the order state that this was completed because Case G’s AD means that her quality 
of life would not improve after CPR. It was also confirmed by her sons that she had previously stated 
that she would not want to be resuscitated. She has been assessed as unable to make her own 




Case H Stage Two case study 
Case H is a female in her early 90s. She has VaD which was diagnosed approximately eight years ago. 
 
Cognition 
Whilst Case H and her husband lived together in the community she began to demonstrate 
forgetfulness and mood-swings. Her husband was reluctant to make healthcare authorities aware of 
Case H’s memory problems but they eventually visited their GP. They were referred to a Community 
Psychiatric Nurse (CPN). Once they were under the charge of the CPN, her husband was reluctant for 
Case H to have a brain scan as he thought that Case H would be taken away from him. Their 
daughter, H1, had to plead with the CPN to be clearer about Case H’s condition; that is, give a formal 
diagnosis: 
 
H1: I pleaded with [CPN] he said “Why do you need to put a label on it” I said “Because it will 
help me know what I’m doing what’s going on” and he said “You know we don’t want to put 
a label on it” I said “I don’t care I want to know what this is” so they did the test  
 
Case H was unable to continue her most recent MMSE as she became tearful. Currently she has 
fluctuating capacity when making decisions as she finds it difficult to retain information. She has 
limited language for expressing her needs as her speech is sometimes incoherent. She can often be 
depressed, agitated and aggressive. These behaviours are managed by: medication, minimising her 
triggers and monitoring mood swings. She has ‘good days’ when she is more lucid and ‘bad days’ 
when she can be very uncommunicative. 
 
Family history 
Case H was married and widowed in the 1940s. She has one son from this marriage. She re-married 
and had two daughters, one who died in childhood and H1. She and her husband also adopted a 
daughter. There have been many family tragedies throughout Case H’s life. She has many 
grandchildren and great grandchildren. Case H was widowed in the late 2000s after 59 years of 
marriage. After his death it became more apparent to H1 that her mother required more assistance 
than she had perceived. 
 
Community life 
Case H and her husband lived in the four-bedroomed family home they bought together in the 
1950s. She was a house-proud woman and had interests in cordon bleu cookery and dress making. 
She worked part-time as a silver service waitress whilst the children were at school. She was always 
extremely physically fit. 
 
As she and her husband aged Case H became less able to cope with housework. This was due to 
declined cognition rather than immobility. She was forgetful and aphasic. Her husband began to 
perform food preparation and laundry activities. He also made sure that they left the house every 
day, walking or visiting parks: 
 
H1: They were quite able-bodied I think dad probably realised that was good for her and if he 
took her out of the house in the morning… then he could keep her going and she wouldn’t 
worry about things  
 
She also attended a lunch club once per week. After her husband died, Case H remained officially 
living in her home for approximately two-and-a-half more years, although the last 18 months of this 





At home: medical and sensory conditions 
H1 noted that Case H’s history of TIAs may have contributed to her VaD. In addition to her dementia 
Case H has arthritis in her right shoulder. She is sometimes ‘chesty’ and breathless so has an inhaler 
twice per day. She can be susceptible to chest infections. When she has a chest infection she can 
have trouble swallowing.  She also took both an anti-psychotic and an antidepressant to manage her 
mood-swings and depression.  
 
At home: orientation 
Case H was not generally disoriented when she lived at home. She got lost once, was found by local 
police and was sectioned after being aggressive towards them.  
 
At home: mobility 
Case H had some difficulty with gait and balance. She was able to use the stairs. Her house was not 
modified to assist her physical impairments but it already had grab-rails and a downstairs bathroom 
due to a long-term injury sustained by H1 as a young woman. She also already owned a bath-lift 
which had been bought to assist her husband into and out of the bath.  
 
At home: washing 
Case H had little physical difficulty washing or bathing when she lived at home although her poor 
impaired her ability to remember to perform such activities. 
 
At home: grooming 
Case H was able to physically perform grooming activities whilst she lived in the community although 
her memory loss meant that she later received assistance with getting ready in the morning. 
 
At home: dressing 
As time progressed Case H had difficulty dressing herself due to her arthritic shoulder but could use 
buttons and zips. 
 
At home: elimination 
Case H was able to perform toileting activities and was fully continent. 
  
At home: eating 
Over time Case H had assistance to prepare breakfast although could usually manage to prepare 
other meals. She was able to perform eating tasks adequately and could detect her hunger or thirst. 
 
At home: informal and formal carer assistance 
H1 sometimes shopped for food for her parents but her father performed most of the housework. 
As Case H’s husband was reluctant to admit that his wife memory problems, they did not receive the 
formal domiciliary help they may have found beneficial. H1 feels that social services missed an 
opportunity to ensure that the dyad received help: 
 
H1: There was people realising that there was something wrong why couldn’t somebody 
have… taken him to one side and said “[Father’s name] we think you need more help” I mean 
he was doing so much ok he was seventy-seven which is a good age but he could have gone 
on for a lot longer if somebody had done something about it 
 
However H1 also acknowledges that Case H would have been extremely stressed if strangers were in 




H1: He’d have had to wait until he took her out then phoned [the cleaner] and say “Yes you 
can come now and do the housework” and dad was very proud he wanted to do it himself I 
can remember he said “After all the things we’ve been though as a family and we’ve coped 
with it all I’m watching over her” 
 
Therefore, both Case H and her husband were not conducive to domiciliary caring services. However 
after she was widowed H1’s brother and his wife arranged for formal care services to visit Case H 
twice per day. She did not like their presence and would sometimes reuse them entry to her home. 
She struggled to understand the carers’ foreign accents, and as her dementia worsened she became 
more verbally aggressive and racist towards them. She only wanted H1 to assist her. The formal 
carers helped Case H through morning and evening routine including washing, dressing, grooming 
and preparing breakfast. They verbally encouraged and prompted her through these activities rather 
than provided physical assistance: 
 
H1: She was quite physically well at that point… but she needed somebody to remind her that 
she needed to get dressed she needed to wash she needed to do her teeth  
 
The carers also ensured that Case H took her medication. 
 
Relocation 
Case H’s life immediately prior to relocating to Care home #3 is complicated. Approximately a year 
after her husband died Case H was sectioned for a second time in hospital following aggressive 
behaviour towards H1. She lived at the hospital for approximately 18 months. The hospital staff, 
Case H’s CPN, H1 and H1’s brother all perceived that Case H was unable to live at home due to her 
cognitive impairment and poor mental health. There were also fears that she would be physically 
aggressive towards formal carers in her home. She was institutionalised to a care home. 
Approximately six months after, she was sectioned in hospital for a third time following an 
aggressive incident towards a fellow resident. She stayed at the hospital for one year. Her previous 
care home was unable to cope with her behaviour and unable to provide nursing care so she moved 
to Care home #3.  
 
Care home life 
Case H has resided in Care home #3 for approximately two to three years and has now reposed to 
life there: 
 
K8H: When she first came in here … she could be a little bit aggressive towards the staff she’s 
settled down a lot now she’s more co-operative with any care we give her 
 
As long as staff explain clearly to Case H the actions they are about to take with her, for example 
that they are going to hoist her, then she understands and remains calm. She used to bite and fight 
the staff but now enjoys cuddles and such physical comfort from them. Indeed she has a cuddle first 
thing in the morning to calm her down and get her in a good mood as she doesn’t like getting out of 
bed. 
 
When she first lived at the home Case H thought she lived there and would talk to the residents as if 
she were a staff member. Now as her physical impairments and aphasia have progressed she cannot 
walk around the home or hold a conversation. However she can demonstrate that she understands 
others’ speech through her body language. She sleeps a lot and goes to bed early. She requires a 




Care home: medical and sensory conditions 
Since living in the Care home #3 Case H has experienced breast cancer and a shoulder dislocation 
from a fall. She has swollen lower extremities so staff must ensure that she elevates her legs when 
sitting in the lounge or in bed at night. H1 believes that Case H no longer takes her antipsychotic or 
antidepressant medications. Her hearing is good but staff must speak loudly to her. She has 
spectacles to read and watch the television and has difficulty judging distances.  
 
Care home: orientation 
Case H is now disoriented to people, place and time. She can be severely bewildered by everyday 
events. 
 
Care home: mobility 
Due to physical impairments Case H now has difficulty during gait and transferring. She shuffles her 
feet when walking, has difficulty weight-bearing and balancing. Due to cognitive impairment she has 
visuo-spatial problems and also forgets the risks of standing-up unaided; she therefore has had some 
falls with subsequent significant injuries. Case H used to use a walking frame but now has a 
wheelchair. She can stand with the aid of two staff and a walking frame, but carers more often use a 
stand-aid hoist and sling for transferring activities. 
 
Her bedroom has an adjustable bed which is set at the lowest level in case she falls out or tries to 
stand up. There is a pressure alarm-mat on the carpet next to her bed to alert staff if she stands. 
Bed-rails have been assessed as inappropriate because she can climb onto and out of bed. Therefore 
there is a greater risk of injury if she were to climb over the rails than if she were to get out of bed. 
However K8H claims that generally Case H is aware that she is not to get up out of bed unaided. Case 
H would be unable to use the call-bell in an emergency: 
 
K8H: Even if you explain to her I don’t think she would understand that [it] would get help 
 
Care home: washing 
Case H receives assistance to get washed. She usually has a daily strip wash and a shower or bath 
once per week. She used to be able to wash her face, upper body and arms with a flannel. Now she 
is happy for carers to wash all aspects of her body: 
 
K8H: We try and give her the flannel for her face but recently I think she’s quite happy for us 
to do the care now it’s like she’s resigned herself to the fact that “Just do it just get me up” so 
we do everything really 
 
She is hoisted into a shower chair or commode to make washing or showering easier for her and the 
carer. She sometimes uses the automatic bath that hoists her into and out of the tub. The hoist 
includes a lap belt and chest belt to ensure she does not slip out of the chair. Case H is not 
frightened to use this technology. K8H also feels the Case H finds the bath more enjoyable than 
showers: 
 
K8H: The bath tends to relax [Case H] because it is a more familiar thing than showers a 
comforting thing 
 
Case H has swollen legs and has been assessed as At Risk of pressure sores. Staff cream her skin 




Care home: grooming 
Case H sees the hairdresser weekly but requires assistance on other days to comb her hair. Similarly 
she sees a podiatrist who takes care of her feet and toenails and requires assistance from staff to 
take care of her fingernails. Although she has loose teeth and sore gums Case H refused extractions 
and dentures from the dentist. Staff assist her with oral-care which she sometimes refuses.  
 
Care home: dressing 
Case H is always asked by staff what she would like to wear, to preserve her dignity: 
 
K8H: We get her clothes out and just “Would you like to wear this today” or “Would you like 
to wear the red one today” sometimes she’ll just ignore you but sometimes she’ll nod or 
smile at you and so you go for that so she still gets asked 
 
She receives total support to get dressed as she can no longer understand how to put on clothes 
appropriately or operate fastenings such as zips, buttons or shoelaces. Despite a previous shoulder 
injury she can move her arms and legs as the carers ask her to, or keep her arms where the staff 
have moved them to until they have finished dressing her. She typically wears loose stretch trousers 
to make toileting easier. She also wears hip protectors in case of falls. She may sometimes refuse to 
change her nightwear. Case H now has problems detecting her body temperature needs and acting 
on these; staff therefore should monitor her closely for this. 
 
Care home: elimination 
Case H is doubly incontinent and uses continence pads day and night. She is hoisted onto a 
commode or toilet at regular intervals to prevent the pads being used. She can sometimes detect 
her need to evacuate and will tell H1 or formal carers but may not always provide them enough time 
to get her to the appropriate location:  
 
H1: She will very often say “I need to” and by the time we’ve got her there she’s obviously 
had an accident  
 
Case H cannot perform toileting activities such as wiping herself, flushing or washing her hands. H1 
or staff must fully assist with these tasks. In the care home staff use antibacterial wipes to ‘wash’ 
residents hands: 
 
K8H: [We] do it that way because getting to the sink and putting her hand under the water I 
think that can be a bit of a shock  
 
Care home: eating 
Case H is of a healthy weight. She has some physical difficulty when eating so has a plate guard to 
help her push food onto her fork. She sometimes spills food on herself when using cutlery, but the 
care home does not own angled forks or sporks which may prevent this. She can be slow when 
eating so sometimes carers feed her to ensure that the food she has is still hot. Carers also feed her 
when she is unmotivated or too sleepy to eat: 
 
H1: I think now she’s got to the stage where she just can’t be bothered anymore  
 
K8H: On good days she can still manage to feed herself but it’s getting more days now that 
someone needs to help well we’ll put it down in front of her and just see how she goes 




She has damaged teeth and gums that give her pain. She therefore requires a soft diet or pureed 
food. She also has thickened drinks to prevent her from choking on fluids of normal consistency. She 
can usually hold a normal cup and saucer although has spilled drinks when sleepy. 
 
Care home: family visits 
Case H’s main visitors are her son and biological daughter, H1. On good days they take her out of 
Care home #3 on day trips although H1 is less confident taking her mother out because of her 
impaired mobility, despite the use of the wheelchair. H1 will take her mother to the toilet when she 
asks but rarely do the siblings need to conduct ADLs with her. Visits are related to social activities 
and keeping their mother company. 
 
Care home: end of life plan 
A DNR Form has not been completed although there was a note in her care record to discuss this 
with the family and GP. Case H has been assessed as unable to make her own arrangements 




Case I Stage Two case study 
Case I is a female in her mid-80s. She has AD, which was diagnosed 11 years ago. 
 
Cognition 
Case I was diagnosed with AD while living at home. Her GP and social worker referred Case I to a 
memory clinic after she presented to them with substantial memory loss. The consultant visited Case 
I at her home as she was unable to leave her husband, who she cared for. 
 
Case I’s cognition has reduced in the past two years. She was unable to complete her last MMSE due 
to her poor communication and ability to understand others. She can no longer attract attention to 
her needs and only rarely makes eye contact with others. This can make providing caring activities 
very difficult for the care home staff: 
 
K9I: It’s hard because you get used to getting feedback and you knew if they were happy or 
they were sad [but now] you don’t really know because there is no communication 
 
Family history 
Case I and her husband did not have children. Her living family members are her nephew, his wife, 
I1, and their daughter. Case I and her nephew, I2, have a close relationship as his parents were away 
in the army frequently when he was growing up 
 
Community life 
Case I looked after her husband for approximately 12 years as he had heart problems and severe 
mobility difficulties. This was an extremely stressful time in Case I’s life. They remained living in their 
home and would not consider moving to a smaller or more manageable property. After her 
husband’s death, her social worker suggested moving to sheltered housing flats: 
 
I1: He had discussed with her but she didn’t want to she was adamant that she wanted to 
stay in her own home… she was considered to have sufficient capacity to make that decision 
 
At home: medical and sensory conditions 
In addition to her AD, while living in the community Case I had heart problems, hypertension, 
Parkinson’s Disease, gout and epilepsy. She started to experience hearing difficulties. After her 
husband’s death she was treated for depression by her local community mental health team. 
 
At home: orientation 
During her visits to Case I at home, I1 observed signs of disorientation and confusion: 
 
I1: When I used to go and say “Hello [Case I]” she would always be in the lounge I’d go and 
make a cup of tea and when I would go back in she wouldn’t even remember I’d already 
arrived it was like I’d only just walked in the room 
 
Case I could no longer recognise herself and I2 had to move the hallway mirror upstairs as Case I was 
frightened by the ‘strange old lady’ who lived in her house. Her cognitive impairment also displayed 
through hallucinations and delusions: 
 
I1: When we used to phone up er she would say “I’ve got some people here for tea at the 




Case I rarely left her house at this time so her social worker assessed that there was no risk of 
getting lost and therefore that she could remain living at home. 
 
At home: mobility 
Case I experienced increased mobility difficulties over the time she was caring for her husband. Her 
social worker requested I1 and I2 to move her bedroom furniture downstairs for two reasons: she 
began to have trouble negotiating her stairs and as her husband had to sleep downstairs Case I 
would sit in a chair all night to be near him in case he needed her. When I1 and I2 moved her 
bedroom downstairs, they discovered the first signs of her memory loss: 
 
I1: There were thousands of notes she was writing absolutely everything down hundreds and 
hundreds and hundreds of bits of paper with every possible thing  
 
I1 believes Case I’s difficulties with stairs to be due to both cognitive and physical impairments. 
Physically, Case I was on her feet a lot of the time, had cellulitis and oedema in her legs and a long-
term heart condition. Cognitively, Case I could no longer understand or perceive how to go down the 
stairs appropriately. Case I’s husband had previously installed a stair-lift to cope with his immobility 
but he never used the device and instead lived completely on the bottom floor of the house. When 
Case I later had problems with the stairs, she did not remember how to use the stair-lift nor that she 
may use it as she perceived the item to be her husband’s property: 
 
I1: However many times you would tell her she just couldn’t learn to use it basically so in the 
end we actually had it taken out so that the ordinary banister could be reinstated because 
then that would be safer for her 
 
Due to her husband’s immobility, their social worker arranged for the house to be equipped with 
grab-rails throughout. Case I was also fitted with a telecare pendant alarm system but she could not 
remember how to use the alarm or to wear the pendant: 
 
I1: It would be days before the [carers] could even find it and whether she would have ever 
actually used it is a bit debatable because although it had been explained to her what it was 
for I’m not sure she would have retained that information sufficiently to use it  
 
At home: washing 
The social worker also assessed that Case I could benefit from a downstairs bathroom. Case I was a 
little reluctant about the change if it meant spending money, but the social worker helped her to 
apply for a DFG. The application was still being processed when Case I relocated to Care home #3. 
However I1 perceives that had a downstairs bathroom been installed, Case I would have rarely used 
it as she would have automatically left her lounge and gone upstairs: 
 
I1: We’d all discussed that when the social worker bought it up and said we’d probably have 
to gate off the bottom of the stairs so that she could not go upstairs 
 
Prior to relocation, Case I was not able to bathe alone as she was too physically impaired to get into 
and out of the bath safely. Formal carers helped her to bathe using a transfer aid. 
 
At home: grooming 





At home: dressing 
Case I experienced substantial limitations when dressing. Her visuo-spatial impairment meant that 
she had difficulty getting into her clothes appropriately. 
 
At home: elimination 
Case I had a commode downstairs that her husband had previously used. Although her mobility 
difficulties progressed considerably and she could not reach the bathroom easily, she rarely 
remembered to use the commode. Furthermore, when confused she could not use any toilet 
facilities appropriately: 
 
I1: She stayed with us for Christmas when her husband had died two days before…. she used 
the bathroom [and] there was faeces absolutely everywhere  
 
I1 perceives that such incidents were either because Case I could no longer understand how to wipe 
herself after evacuation, or her visuo-spatial impairments meant that she could not perform the task 
adequately. She did not have incontinence problems.  
 
At home: eating 
Case I could eat well when she lived at home.  
 
At home: informal and formal carer assistance 
I1 and I2 lived some distance from Case I’s home, so telephoned frequently and visited twice per 
month. They ordered a food delivery online for her weekly. Case I’s husband had always managed 
the household finances but could no longer leave the house to get to the bank. Case I had rarely 
handled such matters in her life and was becoming too cognitively impaired to take over these tasks. 
I2, as Case I’s nephew, helped manage their finances and organise other household matters. I1 and 
I2 have LPA for Case I. 
 
As a petite person she found looking after her tall husband difficult so he had regular formal carers 
to attend to his hygiene needs. The same carers over time also provided services to Case I. They 
assisted her with domiciliary tasks and with bathing, dressing and toileting. After her husband died 
the formal carers visits increased to four times per day. Over time she forgot to prepare food and 
wouldn’t use the ready meals I1 bought for her. There were also problems with the meals-on-wheels 
service: 
 
I1: The people would come in put the meal on the table and the minute they walked out of 
the door [Case I] wouldn’t remember they’d been there so she would discover the meal later 
on wouldn’t really understand what it was and where it had come from  
 
Her depression also affected her motivation to eat. Case I’s formal carers then took over this ADL 
and ensured that she ate. She could use cutlery well. She was also put on liquid nutritional 
supplements to compensate for a previous malnutrition. The formal carers also ensured that she 
took medication appropriately. 
 
Relocation 
Case I relocated to Care home #3 in 2005. The decision was triggered after Case I fell during the 
night. She was found by her formal carers in the morning: 
 
I1: [Case I] herself was not able to communicate any information about anything because her 




Case I was a hospital in-patient for approximately eight weeks. While there, her cellulitis worsened 
because she rarely moved and the hospital did not give her the tablets she regularly took for this. I1 
and I2 found communication with the hospital staff extremely difficult throughout this time and 
their understanding of a patient with AD to be poor:  
 
I1: They seemed to be pretty vague about what it was that she was there for only that she 
was a bit of a nuisance really because she was quite disoriented… I mean she was always 
disoriented but even more so being in hospital… they had written in her notes ‘no staff time 
to feed’… they’ve come round they’ve put the meals on the table they’ll collect the uneaten 
meals and they go 
 
On the planned day of discharge I1 received a call from the hospital staff; they needed to keep her in 
as they had discovered Case I had a chest infection. During the inpatient stay she also saw an old-age 
psychiatrist who scored her 12 on the MMSE. This was markedly lower than the recent MMSE scores 
that Case I had during her regular visits to the memory clinic; Case I is certain that the hospital stay 
contributed to an accelerated cognitive decline. The psychiatrist’s report recommended for Case I to 
be relocated to a care home that could take people with dementia. This was not discussed with I1 
and I2: 
 
I1: The only consultation we got was from the Discharge Co-ordinator who said “Right [Case 
I]’s got to go to a nursing home I’ll send you through a list”… I don’t think we realised that 
actually we had the choice and we could probably say “Actually you know what we think she 
can be managed at home if she had a full-time [carer] that’s what we’re going to do” but at 
the time we were less au fait with the system than we are now 
 
Although I1 and I2 did consider appealing the decision, they saw that Case I was declining very 
quickly in hospital. They preferred to remove Case I from the situation as quickly as possible rather 
than wait further time for a home assessment to see if Case I could remain living at home. I1 and her 
husband were pressured to find a suitable care home for Case I as quickly as possible. The list of care 
homes they were provided included only two suitable locations, one of which was Care home #3. 
 
I1 and I2 initially hoped that the relocation would only be for three months for rehabilitation and 
respite and that Case I could return to her home with a live-in carer, in line with her expressed 
wishes. However Case I’s condition declined further; she was extremely disoriented and stopped 
eating and drinking: 
 
I1: They got a psychiatrist in to do her mental health assessment to see whether she should 
be force-fed or something like that but with a bit of tender loving care they did get her back 
eating 
 
I1 and I2 were also unable to get an appropriate professional to assess Case I’s ability to return 
home. The window of opportunity to move Case I back home had passed. By six months post-
institutionalisation, Case I was settled at Care home #3.  
 
Care home life 
Case I is now bed-bound. She does not leave her bed or bedroom at all and cannot participate in 
social activities. She is unresponsive to others. Carers put classical music on her radio for company 




K9I: But then sometimes you think well what if she’s sick to death of that now what if she 
doesn’t want music on or what if she would like another radio station or little things like that 
it’s hard to know what you’re doing is right for her  
 
The staff sometime show Case I her photograph of her and her husband but she does not 
communicate that she recognises or sees it: 
 
K9I: You don’t know whether you’re doing more harm than good sometimes perhaps she 
would like to look at a photo of her and her husband or perhaps it’s quite distressing or 
perhaps there is no recollection of who that man is 
 
Staff use lemon swabs to moisten her mouth and keep her comfortable. She has a disturbed sleep 
pattern and may be confused on waking. At night she is repositioned frequently. 
 
Care home: medical and sensory conditions 
Case I is prone to UTIs. Carers must check whether Case I has had a recent bowel movement before 
providing anti-constipation medication. She suffered a femur fracture after a fall in the care home. In 
November 2011 she had a large gastric bleed for which she was admitted to hospital and had a 
blood transfusion: 
 
I1: They said they thought she’d got bowel cancer they weren’t going to do any investigation 
to confirm that because it was quite an invasive procedure and in any case it wouldn’t alter 
their treatment plan which was that she should only be having palliative care… they made it 
very clear that they wouldn’t be [providing healthcare] again 
 
Case I was returned to Care home #3 on a palliative care plan, which she has been on for almost two 
years: 
 
I1: Obviously that isn’t what’s happened and she’s still here whether she’s got bowel cancer 
or not [laughs] I’ve no idea  
 
Initially the staff tried to sit Case I up in her chair but she would slip and slump; she now remains in 
bed.  
 
Care home: orientation 
Case I now has severe disorientation but does not leave her bed so is not at risk of getting lost. She 
does not indicate that she recognises anybody or anything: 
 
K9I: Her focus is just somewhere else… you could be sitting there feeding and talking and 
then you’ll make her jump because she’s not aware sometimes that you’re still there 
 
Case I does not appear distressed by her disorientation. I1 perceives that Case I may startle if she 
hears a sudden loud noise but does not register familiar noises such as the vacuum cleaner.  
 
Care home: mobility 
Due to her femur fracture and subsequent immobility, Case I is now bed-bound. She cannot sit up as 
she cannot balance or hold her body up appropriately. She can move her arms a little and 
sometimes may be able to hold another person’s hand. When she was more mobile, carers used the 
stand-aid hoist with appropriate sling to sit her on a recliner in the lounge or into a wheelchair. Now 
the stand-aid hoist is only used to weigh her. She has little fat on her body and bruises easily; to 
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prevent harm when moving two carers use a slide-sheet to reposition her every two hours.  She has 
no pain when at rest but slight pain on movement. 
 
Case I’s bed has wheels and can be tilted to prop up her head or legs. She has cushioned bed-rails in 
place in her bed because although immobile she suffers from seizures and could fall. She is not 
disturbed by the bed-rails. There is soft cushioning on floor but no alarmed pressure mat. Her 
mattress is air-cushioned to prevent pressure sores; it makes a noise but does not bother her. 
 
Care home: washing 
Two staff provide bed baths to Case I, repositioning her with a slide-sheet as necessary. A flannel is 
used for her face and limbs and disposable wipes for her genitals. These wipes are not wet wipes but 
‘dry wipes’ that soap up when rubbed. 
 
In addition to her pressure mattress, staff lotion her skin with aqueous cream and lavender oil after 
washing. They particularly focus on known areas at risk of pressure sores such as her sacrum and 
heels. They then place blue pressure-booties on her feet. 
 
Care home: grooming 
Case I’s hair is cut every three-six months. She requires full assistance with nail-care and a podiatrist 
visits every three months to cut her toenails. She does not wear make-up. Carers manage her oral-
care. They also put deodorant on Case I. 
 
Care home: dressing 
Case I now only wears night dresses and pressure-booties. She is dressed by the staff and she cannot 
assist them by moving her legs or arms. Staff always tell her what they are about to do to preserve 
her dignity. Case I cannot choose what to wear. She has no awareness of body temperature and 
because of her frailty is vulnerable to changes in the weather. 
 
Care home: elimination 
Case I is doubly-incontinent. She must be offered lots of fluids to prevent UTIs and constipation. At 
one time she had a catheter which was to remain in situ until a pressure sore on her sacrum healed. 
Usually she wears continence pads with net knickers as she cannot sit on a toilet or commode. Her 
pad is checked every two hours when carers reposition her. At night she also lies on a disposable 
sheet that prevents urine from soaking into her bed clothes, so protecting soreness from wet fabric. 
 
Care home: eating 
Case I’s BMI indicates that she is underweight, so she continues to take a nutritional supplement. 
Full feeding support is given with meals; she is propped up in bed and staff give her pureed food on a 
spoon. This is because she forgets to chew properly and to swallow. The care record stated that her 
drinks are modified with Grade 1 thickener but K9I claims that she still has drinks of normal 
consistency; cups are held to her mouth by staff and she sucks through a spouted lid. 
 
Care home: family visits 
I1 and I2 visit Case I every two to three weeks for 20 to 30 minutes. Due to her immobility they 
cannot take Case I out of the care home. They do not conduct intimate activities for or with Case I:  
 
I1: The last time I came the two ladies came to change her continence pad I went out of the 
room to give [Case I] some privacy it seems a bit stupid really because she’s totally unaware 




They also try to avoid visiting during mealtimes, However K9I indicated that if they do visit Case I 
during a mealtime the staff simply return later with her food. Similarly, if staff need to reposition 
Case I they try to wait until after her visitors leave to prevent disturbing their time together. 
 
Care home: end of life plan 
Case I is on a palliative care plan. A DNR Form was completed in September 2012 as heart massage 
would cause broken ribs. Case I has been assessed as unable to make her own arrangements 




Case J Stage Two case study 
Case J is a female in her early 90s. She has VaD which was diagnosed six years ago, possibly as the 
result of a stroke. 
 
Cognition 
Case J’s capacity to make decisions fluctuates as she struggles to retain and understand information 
in order to make significant decisions. She had poor scores in relation to recall and orientation on 
her last MMSE. In the past she was aware of her poor memory and cognitive impairment: 
 
J1: She would say “I feel like I’m losing my mind” so there was an element of knowing the 
damage that she was sliding into something she didn’t understand and that was sad because 
I didn’t expect her to be that cognitively aware even eight months after the stroke  
 
Her cognitive and physical impairment also mean that she cannot walk away from danger. However 
she does hit back when hurt or feels threatened and indeed has a history of becoming agitated and 
both verbally and physically abusive.  
 
Family history 
Case J married her husband in the 1950s. She has three biological daughters and three step-children. 
The family lived in multiple countries throughout the 1950s-1980s. Case J was widowed in the 1980s.  
 
Community life 
After her husband’s death Case J lived alone in a different part of England to her daughters in a 
third-floor flat. This flat was close to her step-son. As she became less physically-able Case J moved 
country to be closer to her daughters’ shared house, at their suggestion. She chose a first-floor flat 
as it felt safer to her than a ground-floor flat. She was a strong-willed lady and would not have 
enjoyed living with others. She was very independent but had some help from her children with DIY 
activities. However she was safety-conscious and stopped leaving her residence once night had 
fallen because a neighbour had been attacked.  
 
In 2004 she went to hospital for a brain scan after she frequently passed out and fell. She was 
unhappy when her daughters suggested she stop driving but was able to take buses to the 
supermarket or other appointments. Case J loved television and radio and writing letters. 
 
At home: medical and sensory conditions 
Over time Case J began to suffer ill-health with chest problems and an arrhythmic heart. She was 
fanatic about taking her medication and recorded her intake in a book. 
 
Case J had many falls including a major injury after a fall up her stairs which resulted in surgery on 
her leg. Case J had multiple TIAs while living at home and then had a full stroke. This led to a 
protracted in-patient hospital stay. After her stroke she showed more symptoms of dementia 
additional to her poor balance: 
 
J2: It would take the big major stroke for the prognosis to come in then to be able to turn 
round and say “Oh with retrospect possibly that fall up the stairs” [was a sign of dementia] 
 
Her poor memory became more apparent to J1 and J2, and she began to be ‘sharper’ in her verbal 





At home: orientation 
Case J was not disoriented to date, time or place while living at home. She began to forget her 
daughters during her long stay in hospital, as is discussed further in the ‘Relocation’ section. 
 
At home: mobility 
Case J began to be very imbalanced when walking. She fell frequently so her daughters purchased a 
pretty-patterned walking stick for her. She used this AT after J1 persuaded her that the stick was for 
others’ benefit rather than her own: 
 
J1: She didn’t want to be seen to need help… I said “You need to use the walking stick for the 
likes of me who are walking down the street [and] quite quickly will get annoyed you’re not 
moving but if I saw a walking stick it gives me a heads-up this person’s unsteady on her feet 
they’re not gonna go very fast” I said “It’s not about you mum” so of course she thought ok 
then I’ll use my walking stick 
 
At home: washing 
Due to her reduced balance Case J stopped using her bath and only had showers. Her daughters 
purchased a bath lift, which consisted of a sling that stretched across the bath and lowered the user 
into and out of the water. J1 and J2 believe that Case J did not use the device: 
 
J1: I don’t think it was sturdy enough for her or she didn’t feel confident using it  
 
Generally, Case J was reluctant to accept any assistance if she felt that others had to go out of their 
way to help her. She refused for them to try a different type of bath lift. Instead her daughters 
purchased non-slip bath stickers as an alternative to a bath mat to prevent Case J from losing her 
footing when showering: 
 
J2: Once she’d decided she didn’t want it and want to use it you were not going to convince 
her to use it so [we said] “Well fine don’t use the bath we’ll sort out the shower footing” 
 
At home: grooming 
While living at home Case J was able to perform grooming ADLs. 
 
At home: dressing 
Similarly, Case J was able to dress herself appropriately.  
 
At home: elimination 
Case J was able to detect her need to evacuate and could reach her toilet on time. 
 
At home: eating 
Case J could take care of her food preparation and eating needs. She had standard crockery and 
cutlery. She liked kitchen gadgets: 
 
J1: She was very much a gadget woman because dad was an engineer… she liked efficiency 
so she didn’t have a problem with gadgets like new type of mops or cleaning stuff or 
anything that would make your life easier 
 






At home: informal and formal carer assistance 
Case J did not require her daughters to conduct any ADLs with or for her. They instead provided 
practical help, for example when her microwave or washing machine was broken they helped her to 
fix it or buy a new product:  
 
J1: We used to find her plumbers and electricians so that we could trust them 
 
J2: But we would still leave her to ring that plumber up 
 
Indeed, the day Case J had her stroke J2 found her on the floor because she was visiting to help Case 
J arrange a new television rental and Case J had not answered her telephone. 
 
Relocation 
Case J was admitted to hospital after her stroke. Her dementia symptoms increased and worsened 
during her time there. During her time on the rehabilitation ward, the healthcare staff perceived 
that Case J would not be able to manage in her home alone due to her confusion; Case J was not 
aware of her physical state or how much weight she had lost. She could not perceive that she was 
being tube-fed to help nourish her body and would pull it out frequently. She could not recognise 
her visitors. When considering whether Case J could live at home with a care package, the main 
concerns were her risk of falls and ability to wash and feed herself. Her daughters perceived that 
Case J would be reactant and verbally or physically aggressive to formal carers and other services 
such as meals-on-wheels. They discussed the possibility of taking it in turns to live with her to 
provide caring assistance but this was agreed to be unfeasible: 
 
J1: They said there was nothing more they could medically do for her they said “Can you take 
her home” we went “No” because there was no room in our house plus our house is too 
dangerous for her… then the psycho-geriatrician said “She’s got VaD you need to find a home 
for her” 
 
The sisters then searched for a care home that could take Case J. The home they selected was 
qualified to take people with dementia but could not cope with Case J: 
 
J1: They were atrocious she was aggressive they didn’t know how to deal with her she lost a 
stone in a month and then that really freaked them out… we started buying [nutritional 
supplements] but they were all left in the fridge they weren’t giving them her… we would go 
in and say “How’s she doing” and they would say “She’s done this she’s done that” like it was 
our fault she was badly behaved 
 
J2: She wouldn’t sit in the u-shaped circle and stare into space 
 
Not only was Case J malnourished but she continued to experience falls and injuries, which the care 
home were not recording. After three months she was aggressive towards another resident who fell 
and broke their hip. Case J was taken to a mental health hospital by the care home staff after she 
would not settle one evening and walked along the corridors banging other residents’ doors: 
 





Case J became severely disoriented and delusional during her four month stay in the mental health 
hospital. She was prescribed anti-psychotic medication. Her care home refused to accept her 
placement back with them. Her assigned CPN recommended Care home #3. She moved there in 
2008. 
 
Care home life 
Currently, Case J is an active member of the social community in Care home #3. She can walk and 
talk to other residents on ‘good’ days. She is strong-minded and will not do anything she does not 
want to, for example some days she wants to stay in bed:  
 
K10J: We try and encourage her to get out and say things like “Your bed needs changing” or 
“Come out and have your breakfast if you want to go back after I’ll leave the bed open and 
you can come back”  
 
Although the philosophy of Care home #3 is very much one of preserving dignity and choice, staff do 
try to persuade Case J to get up if she has been in bed for more than two consecutive days. They feel 
it would be unwise for her physical health, cognitive health and social well-being if Case J stayed in 
bed every day, particularly as on those days Case J is more reluctant to eat and drink: 
 
K10J: You know it’s not good… if she’s not drinking that’s where the UTIs come into it so 
you’re just going round in a vicious circle 
 
At times Case J thinks that she lives in a previous home from her youth. She is still sometimes 
physically aggressive and hits others with her walking stick. As a result of such aggressive behaviour 
staff are instructed to continue with orientation therapy, de-escalation techniques and one-to-one 
time to allow her to verbalise any concerns she may have.  
 
Case J is generally independent with night care activities although may require some prompting to 
get ready for bed. Occasionally her sleep pattern is disturbed and she has been heard talking to 
herself at night. 
 
Care home: medical and sensory conditions 
In addition to her VaD, Case J now suffers from TIAs, hypertension, atrial fibrillation, COPD, 
hyperlipidaemia, seizures and arthritis. She is not suitable for Warfarin because of her dementia and 
high risk of falls. She is an ex-smoker and uses inhalers to combat her breathlessness. She takes anti-
depressants. 
 
In September 2011 she made reference to hearing voices commenting on her activities so took an 
antipsychotic for a while. The GP was also considering medication for low mood and appetite. She is 
susceptible to UTIs which can cause delirium. She has been known to refuse medication, or refuse 
her morning pills but take her night ones. 
 
She now has macular degeneration and wears spectacles. Her daughters purchased from her 
optician a magnifying glass on a chain to go around her neck. She does not use this AT. She also has a 
hand-held magnifying glass with lights, but does not use this AT either. She forgets they are there for 
her use: 
 
J1: She doesn’t remember which drawer it might be in and then if she does remember she 




J1 also perceives that the chained magnifying glass required too many adjustments for Case J to 
manage.  
 
Care home: orientation 
Case J is able to find the bathroom if she needs it, but is unlikely to find her room on her own. 
Disorientation makes her anxious. She sometimes asks when she is leaving Care home #3 if she 
hasn’t remembered she lives there. She recently managed to leave the care home alone through an 
open side door while maintenance staff were working. She was found in the car park. When this was 
discussed with J1 and J2, they felt that Case J would not have been able to find her way back to Care 
home #3 had she walked further.  
 
Care home: mobility 
Case J can walk with a stick or a walking frame with wheels. Sometimes she forgets where she put 
her stick, which is the same pretty one she had when living at home. She also uses furniture to 
maintain balance. Staff must supervise her when walking as her balance is poor and she is at risk of 
falls; she was regularly found on the floor because she can lose consciousness and fall heavily. J1 
indicated that Case J likes having a person on either side of her when she walks. Staff know that 
when she seems vacant this is a clue that she might lose consciousness and fall. She requires 
physical assistance for transferring but does not use a stand-aid hoist. Her daughters have borrowed 
wheelchairs from the care home when she goes to hospital appointments. 
 
There is a pressure mat sensor next to her bed at night as she does get up to use the toilet. She does 
not require bed-rails as she can climb in and out of bed, although at times needs assistance. 
Furthermore she will be resistive and angry if bed-rails are in place. Staff must ensure that her bed is 
set to the lowest level. 
 
Care home: washing 
Case J requires the assistance from one carer to manage her personal hygiene needs. Although 
previously Case J could wash her upper extremities with verbal prompting, now staff provide full 
physical assistance to wash. K10J indicated that she may sometimes pick up a towel and pat herself 
dry but usually does not understand what is happening. She enjoys regular baths but sometimes 
refuses to wash. She requires significant intervention by staff with skin care as her skin is thin and 
dry. 
 
Care home: grooming 
Case J likes her hair washed prior to being set by the care home hairdresser. She is able to brush her 
teeth with supervision. She is regularly visited by a podiatrist for foot care, and the care home staff 
trim her fingernails. 
 
Care home: dressing 
Case J requires support to be as independent as possible when dressing and can make simple 
choices between clothes. She wears hip-protectors in case of falls; these were purchased by the care 
home. However they impact her ability to go to the toilet alone as they are bulky and difficult to 
remove. She sometimes refuses to wear the hip-protectors. Staff must also ensure she wears well-
fitting footwear to prevent falls. Case J is now usually dressed completely by the carers, however J1 
found it hard to determine whether Case J could perform some dressing tasks herself: 
 




She can no longer put on ‘fiddly’ items and stockings, as her co-ordination has decreased. As Case J 
got older, her daughters persuaded her to change the style of clothes she was wearing to items with 
elasticated waists, fewer zips and buttons. Case J also used to make her own culottes and made the 
waists elasticated; she still recognises these items when asked what she would like to wear and can 
advise the staff which side the pockets should go. 
 
She can generally express her body temperature needs although may require some prompting. That 
is, staff may need to directly ask her whether she is too warm or cold. They also need to operate the 
windows in the lounge and her bedroom. 
 
Care home: elimination 
Case J can be incontinent of urine and faeces. Staff regularly prompt her to use the toilet and she 
can usually detect her need to evacuate. However she finds it difficult to get to the toilet because of 
mobility so wears incontinence pads in case of accidents. These pads are checked every two hours 
by staff. She has a commode next to her bed at night. She is prone to constipation for which she has 
laxatives and massages when needed. Due to her increased susceptibility to UTIs, staff regularly 
monitor her urine for infections: 
 
K10J: If she’s had a day where she’s stayed in bed [or] a little bit grumpy we just dip in the 
sticks and see what’s in her urine 
 
Care home: eating 
When in hospital Case J would refuse to eat, and has been reluctant to eat since then: 
 
J1: She didn’t wanna eat and the doctor said “[Case J] you’re like a car you’ve gotta put fuel 
in to run therefore you’ve got to eat to make you run” and that I think helped her but she 
was fighting eating then 
 
She usually feels that eating is too much of an effort for her. Due to swallowing impairment as an 
effect of her stroke, Case J now eats a soft diet. She needs encouragement and prompting, but not 
always physical support to eat. The amount of assistance she requires is related to ‘good’ and ‘bad’ 
days. She has a daily nutritional drink to prevent malnutrition. Staff must ensure she drinks plenty of 
fluids in hot weather as she cannot detect if she is thirsty. She can however hold a cup and saucer if 
placed in her hand. Mugs are too heavy for her. Her drinks are usually thickened. 
 
Care home: family visits 
Case J’s daughters take their mother out of Care home #3 on hospital appointments. They usually try 
to have at least two of the three daughters with her at these times. They usually borrow a 
wheelchair from the care home to help Case J’s mobility. J1 has maintained a disabled parking 
certificate so that the daughters can access convenient parking when out with their mother. The 
daughters have helped Case J to dress and to groom herself, especially on days she hasn’t been 
ready when they need to get to an appointment. However they do not perform washing or bathing 
activities with their mother. They do not take Case J into the toilet, although assist her there if 
necessary, and usually find a carer to help her when she needs to evacuate:  
 
J1: It’s one step too far for me if I had to I would  
 
J2: I’ve helped her once… because I don’t think there was anyone round at the time she was 




Case J’s daughters do help to feed their mother if they visit during mealtimes. They assist her with 
drinks and snacks throughout their visits. 
 
Care home: end of life plan 
A DNR Form was completed in September 2012. This was because it was thought that Case J would 
not survive CPR. She has been assessed as requiring support in making arrangements regarding the 





Appendix 7: Thematic analysis 
Initial themes resulting from first level of thematic analysis 
Theme titles (alphabetical) Description of the theme, sub-themes if appropriate, and 
example quote 
ADL performance while at home Any issue with the ADLs or mobility while at home, specifically 
for performance of an activity (more detailed than, e.g. ‘she 
was getting confused’ which would go in the Dementia and Co-
morbidities theme): 
‘She was leaving the taps on all the while’ 
ADL performance, life and help in 
the care home  
Issues with ADLs, mobility, care received for these and for 
general daily life whilst in the care home: 
‘She now makes herself cups of tea which she hadn’t done for a 
long time’ 
Appropriate community housing 
environments 
Anything related to whether the person moved to a more 
suitable environment (e.g. a ground floor flat) or had 
environmental adaptations because of their abilities or the 
abilities of a previous tenant: 
‘The bathroom was changed because of my husband’s stroke’ 
Assistive Technologies in the care 
home  
Any notes on ATs or environmental adaptations that the 
person uses now they reside in a care home (even if they use 
them outside e.g. one son keeps a lightweight wheelchair in his 
car for day trips but he only bought that since his mother was 
in a care home): 
‘We do have problems with her cleaning her teeth but we’ve 
put signs up’ 
Assistive Technologies at home Any ATs used by the person in their home (distinct to 
environmental adaptations): 
‘She’d got a pendant that used to hang beautifully on her 
rocking chair’ 
Benefits of knowing life history can 
help personalised and appropriate 
caring 
Keyworkers’ acknowledgement of the usefulness of the life 
history in the care record or their knowledge of the person 
before they became uncommunicative, e.g. to help them 
interpret behaviour: 
‘She can get upset in the afternoons between three and five… 
it’s related to thinking it’s time to go home from work’ 
Choosing the right care home How people heard about which homes to visit, their thoughts 
when visiting including what they did and didn’t like, whether 
formal services helped with a list or refused to assist (although 
straddles the service theme also), and also how choice was 
determined by externals e.g. the person with dementia 
themselves or the care home eligibility criteria, whether ADL 
needs were taken into account: 
‘It had more of a hotel feel to it than a care home feel it hadn’t 
got a smell’ 
Dementia and co-morbidities Anything related to dementia symptoms and cognitive issues 
including mood and any other conditions or diseases: 
‘She had the stroke eight years ago and it became immediately 
apparent that there’d been brain damage of some kind’ 
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Theme titles (alphabetical) Description of the theme, sub-themes if appropriate, and 
example quote 
Diagnosis of dementia Anything related to how and when a diagnosis was made: 
‘Referred her to the mental health team and they came 
straight out and said she’d got VaD’  
Everyone’s different and stories Quotes that relate to the individuality of the residents and how 
they and their experiences differ: 
‘It will also depend on each individual be totally different 
they’re all completely different with what they can and can’t do 
and will and won’t do’ 
Plus stories that do not fit into a theme but are possibly 
relevant, or outliers, e.g. one resident was taken out of the 
care home to go on a cruise and that’s where the daughter 
truly realised how bad the dementia was as the mother 
couldn’t understand why scenery changed, or get dressed 
Family visits in the care home The nature of informal carer’s visits to the people with 
dementia now they reside in the care home including any 
specific care for ADLs: 
‘I will do her nails for her because she likes having that done’ 
Formal carer training The dementia-specific training carers had and any benefits 
they perceived it to have: 
‘We had to bring six items that are really close to us in and 
then imagine if we’d lost them… how you know somebody with 
dementia might have felt that they’ve lost something like their 
home’ 
Informal carer activities, coping 
strategies and emotions 
The care and support that informal carers gave to the people 
with dementia while they were living in the community: 
‘I did all the shopping and stuff’ 
Any notes about the way that they do things to cope (e.g. with 
cognitive or physical issues): 
‘I told her after about two months of being here her flat had 
been knocked down’ 
Anything related to the way that informal carers felt about 
something (emotive language): 
‘You need to look at her going into a home you know and so I 
was absolutely mortified’ 
Obtaining ATs at home Where and how people obtained the ATs or environmental 
modifications that we used in the community setting: 
‘The physiotherapist told me what we needed and she 
measured what we needed’ 
Potential use of other technologies When interviewees considered the use of other technologies 
with the resident: 
‘[Discussing a voice-prompted smart technology for hand-
washing] I don’t think he would understand it’ 
People with dementias’ voice The person’s voice on these issues, how they felt about, e.g. 
relocation, living in a care home, the use of ATs: 
‘She was absolutely livid putting it mildly “Well go away then 
now I don’t want anything to do with you ever again how could 
you do this to me” and I felt awful’ 
Reasons for not living together The justifications that informal carers provided for not having 
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Theme titles (alphabetical) Description of the theme, sub-themes if appropriate, and 
example quote 
their parent live with them in their home: 
‘If she’d have been with me I’d have been at work all day and 
she would have been bored and isolated’ 
Relationships with social and 
health services and receiving 
formal care in the community 
Any contact or communication between the caring dyad and 
any formal health or social services on any matter, whether 
contact was positive or negative and their experiences with 
these: 
‘I had lots and lots of battles not with mum but with other 
people’ 
Any formal caring service that was entering the person’s house 
to provide caring: 
‘He needed two or three at a time… the problem was the didn’t 
turn up at the same time’ 
Relocation or the decision about it How the decision was made, who made it, why it was made: 
‘They said your mum’s definitely not well she’s not herself I 
think you need to look at her going into a home’ 
The experiences of relocation and what happened: 






Potential themes resulting from second level of thematic analysis 
Theme Sub-themes and example quote or care record information 
Theme 1: Cognitive and 
physical functioning in 
the community  
Dementia signs: 
‘You’d be sitting talking to her and she’d suddenly sort of go “I’m going 
away”’ 
Dementia diagnosis: 
‘They did the test… that’s when they said “Oh it’s vascular dementia”’ 
Co-morbidities: 
‘In addition to her VaD, Case J suffers from TIAs, full strokes, 
hypertension, atrial fibrillation, COPD, hyperlipidaemia, seizures and 
arthritis’ 
ADL performance while at home (separated by ADL): 
‘I mean the dressing thing she would couldn’t work out how to get her 
body parts into [laughs] the right bits of the clothes’ 
Informal carer activities: 
‘I felt a huge responsibility she is my mum I needed to do it I needed to 
look after her’ 
Theme 2: Assistive 
Technologies used at 
home and housing 
environment 
Assistive Technologies at home (separated by ADL): 
‘We got it [bath lift] for her and put it in I don’t think she hardly used it I 
don’t think it was sturdy enough for her’ 
Type of housing: 
‘She lived in a ground floor flat on her own which was classed as semi-
sheltered… it had live line panic alarms and a travelling warden who went 
in about once a week’ 
Theme 3: Perceptions of 
ATs and relationships 
with formal services 
Perceptions – preferences and barriers: 
‘There’s only so much you could do because then she say it was too much 
fuss’ 
Potential use of other ATs at home: 
‘Glass-fronted cupboards would have been great’ 
Obtaining Assistive Technologies at home: 
‘We had one [walking stick]… I think my father made it’ 
Relationships with formal care services: 
‘Once they started she didn’t like the idea of it so she kept cancelling it’ 
Theme 4: The relocation 
decision 
The tipping point for the relocation decision: 
‘Then she started running away from the flat’ 
Professional involvement in the decision: 
‘That was when they said no you can’t send her home she’s got to have a 
[care] home’ 
Difficulty making the decision: 
‘Isolated stressed anxious so so upset and guilty awful absolutely awful’ 
Person with dementia’s voice: 
‘Towards the end I don’t think she really cared… she [was] obviously 
getting sick and tired of going in and out of hospital’ 
Reasons for not living together: 
‘She [sister] said “Well perhaps she could come live with me” and I said 
“But you couldn’t go out”’ 
Choosing the right home: 
‘[The lack of smell] it’s a small thing but a very important thing I think’ 
The relocation experience: 
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Theme Sub-themes and example quote or care record information 
‘It was a bit traumatic on the day because she refused to get anything 
ready’ 
Theme 5: Care home life ADL performance in the care home (separated by ADL): 
‘Food is now liquidised and drinks are thickened as she has swallowing 
issues related to reflux’ 
Assistive Technologies in the care home (separated by ADL): 
‘She has a raised, winged toilet seat in her bathroom’ 
Potential use of other ATs in the care home: 
‘[An angled fork] might help her yeah’ 
Carers’ dementia-specific training and the benefits of knowing life 
history: 
‘With the training you know it enables staff to understand a little bit 
more’ 
Family visits to the care home: 
‘She actually eats better for her [daughter] than she does us [staff] some 
days’ 
 
 
 
 
 
